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WOMEN'S  HEALTH  ISSUES 


MONDAY,  MAY  6,  1996 

U.S.  Senate, 
Subcommittee  on  Labor,  Health  and  Human 
Services,  and  Education,  and  Related  Agencies, 

Committee  on  Appropriations, 

Philadelphia,  PA. 
The  subcommittee  met  at  9:42  a.m.,  in  the  Ceremonial  Court- 
room, Federal  Courthouse,  Philadelphia,  PA,  Hon.  Arlen  Specter 
(chairman)  presiding. 
Present:  Senator  Specter. 

Also  present:  Senator  Biden,  Congressman  Fattah,  and  Congress- 
man Fox. 

NONDEPARTMENTAL  WITNESSES 

STATEMENT  OF  ESTELLE  B.  RICHMAN,  COMMISSIONER  OF  HEALTH, 
department  of  public  health,  PHILADELPHIA,  PA 

OPENING  REMARKS  OF  SENATOR  ARLEN  SPECTER 

Senator  Specter.  Good  morning,  ladies  and  gentlemen.  We  will 
begin  the  hearing  of  the  Senate  Appropriations  Committee,  the 
Subcommittee  on  Labor,  Health  and  Human  Services,  and  Edu- 
cation. 

At  the  outset  I  want  to  thank  my  distinguished  colleagues  who 
are  joining  me  here  today:  my  distinguished  colleague  Senator  Jo- 
seph Biden  from  the  neighboring  State  of  Delaware,  who  has  had 
an  illustrious  career  in  the  Senate,  having  been  elected  in  1972  at 
the  age  of  29,  defying  the  U.S.  Constitution,  although  the  rule  is 
not  date  of  election,  it  is  date  of  swearing  in.  And  Senator  Biden 
had  reached  the  mandatory  age  of  30  before  he  was  sworn  in,  and 
he  has  served  as  chairman  of  the  Senate  Judiciary  Committee, 
where  he  has  been  a  leader,  the  leader  really,  on  crimes,  violence 
against  women,  and  also  a  leader  on  other  women's  medical  issues, 
notably  breast  cancer,  and  others. 

I  also  welcome  my  distinguished  colleague  from  Montgomery 
County,  Congressman  Jon  Fox,  who  is  completing  his  first  very  dis- 
tinguished career  in  the  U.S.  House  of  Representatives,  having  pre- 
viously served  as  Commissioner  of  Montgomery  County  and  before 
that  in  the  State  House  of  Representatives. 

And  we  are  awaiting  the  arrival  of  our  colleague  Congressman 
Chaka  Fattah. 

Without  objection,  my  full  statement  will  be  introduced  in  the 
record,  a  lengthy  statement  prepared  by  very  able  staff,  Bettilou 
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Taylor  and  Craig  Higgins.  I  will  comment  just  briefly  on  a  couple 
of  subjects  so  that  not  too  much  time  is  consumed  on  opening  state- 
ments. 

First,  on  the  issue  of  mammography,  where  I  note  some  of  the 
problems  with  accuracy  and  want  to  comment  on  the  recent  use  of 
CIA  imaging  facilities  inaugurated  by  the  distinguished  Deputy 
Secretary  of  Health  for  Women's  Affairs,  Dr.  Susan  Blumenthal, 
who  went  to  the  CIA  and  received  $1  million  allocation  to  study 
new  uses  for  their  imaging.  If  they  can  pierce  through  clouds  and 
locate  Soviet  weapons,  why  not  breast  cancer?  Now  an  additional 
$1  million,  a  total  of  $2  million,  is  being  allocated  by  CIA  Director 
John  Deutch. 

The  domestic  violence  problem  is  one  of  overwhelming  import  in 
the  United  States,  with  last  year  a  reported  7  percent  of  American 
women,  or  3.9  million,  victims  of  physical  abuse,  another  20.7  mil- 
lion verbally  or  emotionally  abused  by  their  spouses.  Those  are  the 
reported  offenses,  so  there  are  doubtless  many  more. 

Last  year,  the  Subcommittee  on  Health  and  Human  Services  al- 
located $85  million,  with  the  leadership  of  my  colleague  Senator 
Tom  Harkin,  and  of  this  amount,  an  increase  of  $52  million  over 
the  previous  year's  funding  level. 

PREPARED  STATEMENT 

There  are  many  other  important  statements  in  my  opening  state- 
ment, but  I  am  going  to  leave  you  to  read  them  in  the  record,  so 
that  we  can  move  ahead  now.  And  I  am  very  pleased  to  yield  to 
my  colleague  who  has  come  from  the  State  of  Delaware,  and  I  un- 
derstand that  the  media  reports  noted  his  participation  in  this 
hearing  and  also  noted  that  he  was  going  out  of  State,  another  il- 
lustration that  no  good  deed  will  go  unpunished. 

[The  statement  follows:] 

Prepared  Statement  of  Senator  Arlen  Specter 

The  Senate  Subcommittee  on  Labor,  Health  and  Human  Services  and  Education 
Appropriations  will  come  to  order.  This  hearing  is  the  first  in  a  series  of  hearings 
that  this  subcommittee  will  conduct  in  reviewing  the  President's  budget  requests 
and  setting  funding  priorities  for  fiscal  year  1997. 

I  am  very  pleased  that  all  of  you  could  join  me  here  today  to  discuss  funding 
needs  for  women's  health  programs.  I  think  we  can  all  agree  that  the  best  way  to 
treat  women's  health  problems  is  to  prevent  them  from  occurring,  or  to  catch  them 
in  their  earliest  stages  when  they  are  most  treatable. 

It  is  also  very  important  that  we  ensure  that  health  care  is  available  to  all 
women,  especially  those  groups  that  have  been  historically  underserved.  Looming 
large  is  the  specter  of  government  cutbacks  in  fiinding  for  health  care  services  and 
increasing  the  role  of  managed  care  for  those  eligible  for  Medicaid.  We  must  not  for- 
get the  importance  of  related  outreach  and  other  wrap  around  services  necessary 
to  reach  many  women  in  underserved  or  culturally  diverse  populations. 

We  must  make  sure  that  all  women  have  access  to  preventive  services  and  are 
encouraged  to  make  use  of  those  services.  However,  access  to  prevention  alone  is 
not  enough.  Accuracy  in  diagnosis  and  treatment  counts  in  the  most  important  way 
of  all — because  we  count  mistakes  in  lost  lives. 

I  was  distressed  to  learn  that  the  mammogram,  the  test  most  physicians  rely  on 
to  detect  Breast  cancer,  is  not  very  accurate.  Current  mammography  misses  can- 
cerous lesions  in  approximately  15  percent  of  cases  and  by  the  same  token  up  to 
40  percent  of  mammograms  suggest  cancer  where  none  exist.  I  recently  had  the  op- 
portunity to  see  first  hand  a  revolutionary  new  technology,  currently  being  tested 
at  the  University  Pennsylvania,  which  could  build  upon  today's  mammography.  This 
project,  initiated  by  the  Office  of  Women's  health,  is  capitalizing  on  the  investment 
this  nation  has  made  in  defense,  space  and  in  the  intelligence  agencies.  Using 


knowledge  gained  through  research  from  these  communities,  scientists  and  leading 
radiologists  from  universities  around  the  country  are  now  testing  these  former  spy 
techniques.  And  if  the  projections  prove  to  be  accurate,  physicians  say  the  new 
breast  cancer  detection  system,  could  save  the  lives  of  15,000  women  each  year.  I 
was  so  impressed  with  this  demonstration,  that  I  included  $2  million  for  the  imme- 
diate start  of  clinical  trials  to  test  this  new  technology. 

Another  problem,  primarily  affecting  women,  is  domestic  violence.  Within  the  last 
year,  7  percent  of  American  women  or  3.9  million  were  victims  of  physical  abuse 
and  another  20.7  million  were  verbally  or  emotionally  abused  by  their  spouse 
orpartner.  A  recent  study  found  that  the  medical  costs  associated  with  these  attacks 
amounted  to  over  $857.3  million.  I  have  visited  women's  shelters  in  Harrisburg  and 
Pittsburgh,  where  I  saw,  first-hand,  the  kind  of  physical  and  emotional  suffering  so 
many  women  are  enduring.  In  a  sad  and  ironic  way,  the  women  I  saw  were  the 
lucky  ones.  They  survived  violent  attack. 

Clearly,  violence  against  women  knows  no  social,  economic,  or  geographic  bounds. 
It  affects  rich  and  poor,  young  and  old.  Women  are  assaulted  in  their  homes,  on  the 
streets,  in  the  workplace,  and  on  campuses.  Over  $85  million  was  provided  in  my 
Subcommittee's  portion  of  the  Omnibus  Appropriations  Bill  to  combat  this  problem 
for  an  increase  of  $52  million  over  last  year's  funding  level.  Programs  funded  within 
the  jurisdiction  of  the  Department  of  Justice  received  $174.5  million,  an  increase  of 
over  $148.5  million  in  one  fiscal  year.  Clearly,  we  are  on  the  right  track  in  helping 
women  to  combat  the  incidence  of  domestic  violence. 

Health  problems  that  afflict  women  are  finally  getting  the  attention  they  deserve. 
Now  we  must  insure  that  adequate  funding  is  provided  to  address  these  problems. 
As  Chairman  of  the  Labor-HHS  Subcommittee,  I  am  pleased  to  report  that  in  fiscal 
year  1996,  breast  cancer  funding  has  increased  from  $228.9  million  in  fiscal  year 
1993  to  $403.3  million  in  fiscal  year  1997  and  breast  and  cervical  cancer  prevention 
programs  has  increased  25  percent  from  last  year's  level  to  $125  million,  and  fund- 
ing for  the  Office  of  Women's  health  has  doubled  in  one  year  to  a  total  of  $5.3  mil- 
lion in  1996.  Research  into  the  causes  and  cures  for  osteoporosis  is  now  funded  at 
$100.4  million,  a  $10  million  increase  over  a  two-year  period  and  family  planning 
programs  have  been  continued  at  $193.3  million.  Exciting  research  is  also  continu- 
ing as  we  approach  the  fifth  year  of  a  fifteen  year,  NIH  funded  comprehensive  wom- 
en's health  study,  which  at  its  height  will  involve  over  160,000  women. 

Frank  O'Conner,  the  Irish  writer,  tells  in  one  of  his  books  how,  as  a  boy,  he  and 
his  friends  would  make  their  way  across  the  countryside.  When  they  came  to  an  or- 
chard wall  that  seemed  to  high  and  too  difficult  to  permit  their  journey  to  continue, 
they  took  off  their  hats  and  tossed  them  over  the  wall.  They  then  had  no  choice  but 
to  follow  them.  That's  what  we  must  all  do  today,  to  continue  to  support  research 
on  women's  health  issues,  to  strive  to  prevent  health  problems  before  they  occur  or 
to  catch  them  in  their  earliest  stages  and  to  make  siu-e  that  all  women  have  access 
to  quality  health  care — no  matter  how  high  the  walls  we  encounter  or  how  many 
budget  crises  we  face. 

OPENING  REMARKS  OF  SENATOR  JOSEPH  BIDEN 

Senator  Specter.  I  yield  to  my  colleague,  Senator  Joe  Biden. 

Senator  BiDEN.  Mr.  Chairman,  tharJc  you  for  inviting  me.  To 
state  the  obvious,  I  am  not  a  member  of  the  Senator's  subcommit- 
tee, although  we  do  serve  and  have  served  on  the  Judiciary  Com- 
mittee for  some  time.  And  it  will  probably  hurt  his  reputation,  but 
we  are  close  friends  and  I  am  a  fan.  There  have  been  few  people 
that  I  have  served  with  that  have  taken  a  greater  interest  in  wom- 
en's issues,  and  I  consider  choice  one  of  those  issues  as  well  as  the 
medical  issues  that  we  are  going  to  discuss  here  today. 

I  would  ask  unanimous  consent  that  my  entire  statement  be 
placed  in  the  record. 

Senator  Specter.  Without  objection,  so  ordered. 

Senator  BiDEN.  I  highlight  only  one  point.  I  realize  I  am  a  bit 
of  a  broken  record,  even  for  people  in  the  Philadelphia  area,  about 
violence  against  women  legislation,  which  Senator  Specter  and  I 
spent  a  long  time  trying  to  get  passed  and  finally  got  passed.  But 
our  third  panel  today  will  speak  about  domestic  violence,  violence 


against  women,  in  terms  of  cost,  not  only  the  emotional  cost  and 
the  pain  inflicted  as  a  consequence  of  this  hideous  and  oft-repeated 
crime,  but  the  medical  cost,  and  its  impact  upon  the  health  care 
system. 

Also  one  of  the  things  that  we  are  doing  in  hospitals  throughout 
the  country,  in  this  city  and  in  my  State,  is  the  efforts  of  the  medi- 
cal profession,  particularly  in  the  emergency  room,  to  identify  the 
victims  of  violence  and  provide  them  with  not  only  the  medical  care 
and  help  which  they  need,  which  has  always  been  done,  but  also 
a  more  holistic  operation  where  they  are  able,  as  a  consequence  of 
the  legislation  and  the  new  initiatives  brought  on  by  the  medical 
community,  to  do  everjiihing  from  locate  a  lawyer,  get  a  stay-away 
order,  and  find  housing  instead  of  going  back  home,  et  cetera. 

I  just  want  to  publicly  acknowledge,  with  so  many  distinguished 
physicians  here  today,  the  medical  community's  willingness  to  go 
beyond  what  is  their  initial  charge,  making  the  person  physically 
whole  again,  and  doing  much  more  than  that. 

So  I  will  be  raising  some  issues  with  particularly  the  third  panel 
about  that.  And  again,  I  am  delighted  to  be  here  in  Philadelphia. 
As  some  of  you  here  know,  we  consider  this  a  suburb  of  Wilming- 
ton, DE,  as  big  as  we  are.  But  the  truth  of  the  matter  is  more  peo- 
ple, Mr.  Chairman,  in  my  State  probably  know  who  the  city 
councilpersons  are  in  Philadelphia  and  knew  your  wife  than  know 
some  of  our  elected  officials  in  Delaware,  because  the  only  media 
we  get  is  the  Philadelphia  media. 

So  it  is  a  pleasure  to  be  here.  I  thank  you  for  your  initiative.  I 
did  not  used  to  like  being  reminded  that  I  was  elected  when  I  was 
29  and  was  the  young  Senator.  But  it  sounds  better  the  older  I  get. 
It  sounds  better  to  be  reminded  that  there  was  a  time  when  I  was 
a  young  man  in  the  Senate. 

But  in  the  23  years  I  have  been  there,  I  have  never  worked  with 
anyone  who,  is  like  Senator  Specter — when  he  or  she  decides  that 
something  is  of  consequence,  that  it  should  be  worked  on,  gets  the 
bit  in  his  teeth,  and  makes  sure  that  his  concern  is  brought  to  fru- 
ition. 

So  I  think,  quite  frankly,  the  women  in  this  country  are  very, 
very  fortunate  to  have  someone  who  knows  as  much  and  cares  as 
much  about  issues  that  have  basically  gone  unspoken  to  until  the 
last  5  to  7  years. 

So  it  is  a  pleasure  to  be  with  you,  Mr.  Chairman,  and  with  you, 
Congressman  Fox.  Congressman  Fox  and  I  ride  the  train  a  lot  and 
so  we  take  turns  buying  coffee.  I  am  not  sure  whose  turn  it  is  next. 
I  will  just  assume  it  is  yours,  Congressman. 

Mr.  Fox.  My  turn. 

Senator  BiDEN.  I  will  just  assume  it  is  yours,  Mr.  Congressman. 

But  thank  you  very  much  for  allowing  me  to  participate. 

Senator  Specter.  Thank  you  very  much.  Senator  Biden.  The  only 
addendum  I  would  make  to  your  age  is  that  when  you  are  success- 
ful in  running  for  reelection  in  1996  and  in  the  year  2002  and  in 
the  year  2008  and  in  the  year  2014  and  in  the  year  2020  and  in 
the  year  2026  and  in  the  year  2032  and  in  the  year  2038,  at  that 
point  you  will  be  younger  than  Strom  Thurmond  is  today. 


Senator  BiDEN.  I  will  not  be  around.  God,  he  is  an  amazing  man. 
I  think  we  should  have  a  hearing  with  the  medical  profession  on 
how  this  is  happening.  I  would  like  to  know  about  it. 

Senator  Specter.  Senator  Dole  says  that  he  may  select  Senator 
Thurmond  for  the  vice  presidential  slot  to  give  the  ticket  balance 
on  age.  He  also  says  when  he  sees  Strom  eat  a  banana,  he  eats  a 
banana. 

OPENING  REMARKS  OF  CONGRESSMAN  JON  FOX 

All  right.  Congressman  Fox,  it  is  your  turn,  our  distinguished 
colleague  from  Montgomery  County,  Congressman  Jon  Fox,  for  an 
opening  statement. 

Mr.  Fox.  Thank  you.  Congress.  I  appreciate  the  opportunity  to 
join  with  such  a  distinguished  committee.  I  know  that  you  and  Sen- 
ator Biden  have  done  so  much  to  be  advocates  and,  more  than  ad- 
vocates, deliver  legislation  that  is  meaningful  to  women  across  the 
United  States.  Senator  Specter,  your  advocacy  goes  back  to  when 
you  were  the  district  attorney  of  Philadelphia  and  you  proved  there 
how,  when  it  is  an  important  issue,  as  Senator  Biden  said,  you 
keep  plowing  ahead  until  it  gets  successfully  concluded. 

I  would  say  today  I  am  very  pleased  to  be  with  both  of  you  here 
today  and  my  colleague  Chaka  Fattah,  who  will  be  joining  us.  Is- 
sues of  women's  health  care  and  the  prevention  and  reduction  of 
domestic  violence  are  ongoing  advocacy  programs.  Many  times  peo- 
ple read  in  the  press  about  the  Year  of  the  Child,  the  Year  of 
Women,  or  the  year  of.  This  is  an  area  of  issues  that  from  my  per- 
spective are  forever  issues. 

What  we  have  been  doing  in  the  House,  working  with  the  Senate, 
are  a  few  items  I  just  want  to  mention,  if  I  may,  Mr.  Chairman, 
before  I  ask  that  my  statement  be  placed  in  the  record.  The  Domes- 
tic Violence  Victims  Insurance  Protection  Act  will  be  designed  to 
protect  victims  of  domestic  violence  who  have  been  denied  health 
insurance  by  discrimination  or  have  been  discriminated  against  in 
getting  health  insurance  because  they  have  been  victims.  This  leg- 
islation will  make  sure  that  there  will  be  no  discrimination  in  get- 
ting health  insurance  just  because  you  have  been  a  victim  of  do- 
mestic violence. 

Also,  legislation  that  provides  incentives  for  medical  schools  to 
provide  comprehensive  training  in  domestic  violence  identification. 
Legislation  also  calling  for  domestic  violence  community  response 
teams  to  fortify  America's  fight  against  domestic  spouse  abuse  and 
domestic  violence. 

In  the  area  of  women's  health  care,  there  is  a  group  of  35  House 
Members  working  with  the  Senate  on  the  areas  that  have  already 
been  touched  on  by  the  chairman,  and  that  is  to  increase  funding 
for  health  care  for  breast  cancer,  cervical  cancer,  uterine  cancer, 
osteoporosis,  menopause,  and  cardiovascular  disease.  And  these 
bills  target  new  areas,  such  as  the  prevention  of  insurance  dis- 
crimination based  on  genetic  information,  which  I  think  we  will  be 
hearing  more  about  later. 

Finally,  one  of  the  other  areas  you  may  have  read  about,  and  it 
is  already  happening  in  the  States  as  well  as  the  Federal  Govern- 
ment, is  the  Post-Natal  Protection  Act,  which  will  require  that 
health  care  plans  provide  for  a  minimum  hospital  stay  for  mother 


and  child  following  birth.  And  the  legislation  calls  for  48  hours  for 
what  we  might  call  a  normal  birth  and  96  hours  for  a  complicated 
pregnancy. 

So  I  look  forward  to  hearing  from  the  experts. 

Senator  Specter.  Thank  you  very  much,  Congressman  Fox. 

We  now  turn  to  our  first  panel,  a  very  distinguished  group.  We 
have  the  commissioner  of  health.  Commissioner  Estelle  B.  Richman 
from  the  Department  of  Public  Health,  and  Commissioner  Richman 
will  focus  on  HFV-AIDS  and  issues  affecting  women  in  Pennsylva- 
nia. We  have  Dr.  Glenda  Donoghue,  executive  vice  provost  of  the 
Medical  College  of  Pennsylvania  and  Hahnemann  University,  who 
will  focus  on  an  overview  of  women's  health  programs  and  the  par- 
ticipation of  women  in  clinical  trials  and  women's  health  curricula; 
and  Dr.  Barbara  Weber  of  the  University  of  Pennsylvania,  who  will 
focus  on  breast  cancer  research  and  genetic  research.  She  is  a  part 
of  Dr.  Mitch  Schnall's  breast  cancer  imaging  team. 

We  have  established  the  parameters  of  5  minutes  for  witnesses' 
statements  and  then  a  5-minute  round  by  the  members  of  the 
panel.  The  green  light  is  go,  the  red  light  is  stop,  not  unexpectedly. 

We  begin  with  you.  Commissioner  Richman.  Thank  you  very 
much  for  joining  us.  Before  you  begin,  we  welcome  Congressman 
Chaka  Fattah,  and  we  will  wait  until  Congressman  Fattah  has  a 
chance  to  take  his  seat  and  catch  his  breath  and  we  will  call  on 
him  for  his  opening  statement  when  we  conclude  your  opening 
round  of  testimony,  Commissioner  Richman. 

Senator  BiDEN.  Chaka,  sitting  down  at  that  end,  I  hope  you  have 
not  changed  parties.  We  have  had  enough  defections  as  it  is. 

Mr.  Fattah.  I  have  not  changed  parties.  It  is  good  to  see  you, 
Senator,  the  third  Senator  from  the  State  of  Pennsylvania. 

SUMMARY  STATEMENT  OF  ESTELLE  RICHMAN 

Senator  Specter.  Commissioner  Richman,  you  may  proceed. 

Ms.  Richman.  Thank  you.  I  am  Estelle  Richman,  Commissioner 
of  Public  Health  for  the  city  of  Philadelphia.  I  am  pleased  to  be 
able  to  comment  on  the  important  topic  of  the  health  of  women  in 
our  city  and  the  need  for  specific  programs  to  meet  their  health 
needs. 

We  all,  whether  we  are  professional  health  care  providers,  advo- 
cates, consumers,  or  interested  citizens,  need  to  understand  that 
any  discussion  of  health  care  for  women  must  start  with  the  under- 
standing that  hundreds  of  thousands  of  women  living  in  our  region 
are  entitled  to  quality,  comprehensive  and  accessible  health  care 
services.  We  must  acknowledge  that  there  are  many  longstanding 
barriers  to  care  for  women,  including  poverty,  discrimination,  and 
violence.  Poorly  coordinated  medical  and  social  services  programs 
often  compound  these  barriers  and  the  equation  of  poverty  and  sys- 
tem fragmentation  tend  to  isolate  women  in  need  of  health  care. 

Those  of  us  working  in  the  health  department  in  Philadelphia 
are  acutely  aware  of  these  problems  because  our  services  have  tra- 
ditionally been  perceived  as  the  safety  net  for  people  in  need  of 
care,  but  without  the  resources  or  ability  to  access  care.  We  are 
constantly  attempting  to  patch  together  a  system  of  services  rang- 
ing from  outreach  programs  to  primary  care  and  preventive  serv- 
ices to  specialized  medical  treatment. 


Almost  100,000  clients  were  served  in  our  health  care  centers  in 
fiscal  year  1995;  57  percent  of  these  patients  were  women  and  the 
majority  of  these  women  were  minorities,  living  well  under  the  pov- 
erty level  and  uninsured.  These  include  pregnant  women,  women 
with  mental  illness,  homeless  women,  women  with  substance  abuse 
issues,  and  women  with  HIV  disease. 

Our  health  care  centers  never  deny  care  for  any  reason  and  have 
the  most  liberal  sliding  fee  scale  in  the  city.  In  combination  with 
the  five  federally  supported  community  health  centers,  our  health 
care  centers  are  the  principal  provider  of  primary  care  to  the  medi- 
cally uninsured  and  the  underinsured  residents  of  Philadelphia  and 
serve  as  the  keystone  of  public  health  initiatives  in  the  city.  Any 
reduction  in  Federal  or  State  funding  would  significantly  affect  the 
safety  net  for  this  needy  population. 

We  are  that  our  health  care  centers  provide  one-stop  shopping 
for  women.  They  can  receive  most  kinds  of  care  they  would  need 
in  one  facility,  whether  it  is  immunizations,  TB  testing,  sexually 
transmitted  diseases  [STD]  services,  family  planning  counseling, 
prenatal  care,  or  primary  health  care.  Their  children  can  also  re- 
ceive pediatric  care  in  the  same  place.  Frequently,  this  makes 
health  care  accessible  and  user-friendly  in  that  that  care  can  be  co- 
ordinated and  monitored  better. 

The  leading  services  provided  in  our  health  care  centers  are  well 
baby  visits,  there  were  8,958  baby  girls  seen  last  year;  family  plan- 
ning, a  little  over  11,000  women  received  these  services;  care  for 
hypertension,  6,500  women;  and  upper  respiratory  infections  and 
diabetes,  2,700  women. 

For  most  of  these  women,  it  is  the  only  care  available  to  them. 
Our  centers  service  more  than  10,000  women  who  are  appropriate 
for  oiu*  mammography  screening  programs.  Our  onsite  mobile 
mammography  screening  program  is  unique  in  that  it  links  the 
screening  with  the  primary  care  physician.  Its  mobility  allows  us 
to  provide  care  to  traditionally  underserved  populations,  particu- 
larly inner  city  women.  By  increasing  access  to  screening,  we  hope 
to  reduce  breast  cancer  mortality  in  the  city. 

As  the  health  commissioner,  I  am  too  well  aware  of  the  over- 
whelming needs  of  women  for  comprehensive,  coordinated  health 
care.  However,  I  am  challenged  on  a  daily  basis  to  ensure  that 
there  is  funding  to  maintain  the  infrastructure  that  exists,  let 
alone  to  develop  new  strategies  for  funding  that  would  allow  us  to 
improve  and  expand  services. 

Additional  money  is  needed  to  develop  innovative  approaches  to 
the  challenges  of  providing  better  health  care  to  women.  Translated 
into  dollars,  we  need  at  least  $13  million  to  maintain  our  current 
level  of  services  to  women  in  our  health  care  centers  alone.  Addi- 
tional funds  would  allow  us  to  expand  our  evening  and  weekend 
hours  to  make  services  more  accessible  to  working  women  and 
their  families  or  to  replicate  programs  like  the  mobile  mammog- 
raphy unit. 

Also,  this  is  realized  because  women  are  often  in  low-paying  jobs 
which  do  not  offer  health  insurance.  They  are  also  often  in  jobs 
which  offer  httle  flexibility  for  women  to  get  health  care  during  tra- 
ditional work  hours.  We  have  made  great  improvements  in  terms 
of  waiting  times  for  appointments  at  our  centers,  and  today  90  per- 
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cent  of  all  appointments  are  made  within  2  weeks.  However,  with 
additional  funding  we  could  reduce  that  wait  even  more. 

There  are  many  specific  medical  issues  facing  women  and  my 
comments  have  been  mostly  general,  applying  to  the  need  for  fund- 
ing to  maintain  core  public  health  services  of  all  kinds  so  that  the 
safety  net  for  care  remains.  However,  I  would  like  to  speak  more 
specifically  about  a  few  areas  of  special  need. 

As  the  federally  appointee  grantee  for  public  HIV-AIDS  funding, 
the  Department  has  been  in  the  forefront  of  the  battle  against  this 
devastating  illness  for  years.  AIDS  is  among  the  top  five  causes  of 
death  among  men,  women,  and  children  nationally  and  locally. 
Among  women  of  color  ages  25  to  44,  it  is  the  leading  cause  of 
death  in  most  of  our  larger  cities. 

The  growth  of  the  AIDS  epidemic  is  seen  most  strikingly  in  its 
effect  on  women.  The  proportion  of  women  with  AIDS  has  been 
growing  steadily  since  the  beginning  of  the  epidemic,  and  women 
have  comprised  the  fastest  growing  risk  group  for  AIDS  for  the 
past  several  years.  The  proportionate  rise  in  AIDS  cases  among 
women  in  Philadelphia  has  exceeded  that  among  men  since  1989. 

Women  made  up  nearly  one-quarter  of  all  new  AIDS  cases  re- 
ported last  year  and,  unfortunately,  we  expect  this  number  to  con- 
tinue to  rise.  If  the  epidemic  continues  to  grow  in  this  manner,  we 
can  expect  by  the  first  year  of  the  next  century  there  will  be  equal 
numbers  of  AIDS  cases  diagnosed  among  women  as  men. 

The  epidemic  among  women  is  also  reflected  in  the  epidemic 
among  children  bom  with  HIV.  Nationally,  an  estimated  7,000 
HIV-infected  women  give  birth  each  year.  Preventing  HIV  infection 
in  women  is  the  surest  way  to  prevent  HIV  infection  in  children. 

Senator  Specter.  Commissioner  Richman,  could  we  ask  you  to 
summarize  the  balance  of  the  statement,  with  the  full  statement 
being  made  a  part  of  the  record. 

Ms.  Richman.  Yes;  caring  for  women  requires  a  partnership  be- 
tween public  health  and  the  community.  We  must  work  together  to 
address  all  the  social  issues  that  disenfranchise  and  disempower 
women  if  we  hope  to  maintain  their  health  and  well-being.  Com- 
mitment alone  is  not  enough  to  win  this  battle.  It  also  takes 
money. 

PREPARED  STATEMENT 

For  poor  women,  women  of  color,  women  living  in  the  inner  city, 
unemployed  women,  it  means  maintaining  the  public  health  serv- 
ices and  making  them  available  and  accessible.  We  must  continue 
to  educate  women  about  staying  healthy.  We  must  make  sure 
women  know  where  they  can  turn  when  help  is  needed.  We  must 
continue  maintaining  that  quality,  affordable  health  care  is  a  right, 
not  a  privilege. 

Thank  you  for  inviting  me.  I  will  be  glad  to  take  questions  at  the 
end  of  the  panel. 

Senator  Specter.  Thank  you  very  much.  Commissioner  Richman. 

[The  statement  follows:] 

Prepared  Statement  of  Estelle  B.  Richman 

I  am  Estelle  B.  Richman,  Commissioner  of  Public  Health  for  the  City  of  Philadel- 
phia. I  am  pleased  to  be  able  to  comment  on  the  important  topic  of  the  health  of 


women  in  our  city  and  the  need  for  specific  programs  to  meet  their  health  needs. 
We  all — whether  professional  health  care  providers,  advocates,  consumers  or  inter- 
ested citizens — need  to  understand  that  any  discussion  of  health  care  for  women 
must  start  with  the  understanding  that  the  hundreds  of  thousands  of  women  living 
in  our  region  are  entitled  to  quality,  comprehensive,  and  accessible  healthcare  serv- 
ices. We  must  acknowledge  that  there  are  many  long  standing  barriers  to  care  for 
women  including  poverty,  discrimination  and  violence.  Poorly  coordinated  medical 
and  social  services  programs  often  compound  these  barriers  and  the  equation  of  pov- 
erty and  system  fragmentation  tend  to  isolate  women  in  need  of  health  care. 

Those  of  us  working  in  the  Health  Department  in  Philadelphia  are  acutely  aware 
of  these  problems  because  our  services  have  traditionally  been  perceived  as  the 
"safety  net"  for  people  in  need  of  care,  but  without  the  resources  or  ability  to  access 
care.  We  are  constantly  attempting  to  patch  together  a  system  of  services  ranging 
from  outreach  programs  to  primary  care  and  preventative  services  to  specialized 
medical  treatment.  Almost  100,000  cUents  were  served  in  our  health  care  centers 
in  fiscal  year  1995;  57  percent  of  these  patients  were  women  and  the  majority  of 
those  women  were  minority,  living  well  under  the  poverty  level,  and  uninsured. 
These  include  pregnant  women,  women  with  mental  illness,  homeless  women, 
women  with  substance  abuse  issues,  and  women  with  HIV  disease. 

Our  health  care  centers  never  deny  care  for  any  reason  and  have  the  most  liberal 
sliding  fee  scale  in  the  city.  In  combination  with  the  five  federally  supported  com- 
munity health  centers,  our  health  care  centers  are  the  principal  provider  of  primary 
care  to  the  medically  uninsured  and  underinsured  residents  of  Philadelphia  and 
serve  as  the  keystone  of  public  health  initiatives  in  the  city.  Any  reduction  in  fed- 
eral or  state  funding  would  significantly  affect  the  safety  net  for  this  needy  popu- 
lation. 

We  are  proud  that  our  health  care  centers  provide  "one  stop  shopping"  for  women. 
They  can  receive  most  kinds  of  care  they  would  need  in  one  facility  whether  it  is 
immunizations,  TB  testing,  STD  services,  family  planning  counseling,  prenatal  care 
or  primary  health  care.  Tlieir  children  can  also  receive  pediatric  care  in  the  same 
place.  We  believe  this  makes  health  care  accessible  and  user  friendly  and  that  care 
can  be  coordinated  and  monitored  better. 

The  leading  services  provided  in  our  health  care  centers  are  well  baby  visits 
(there  were  8,958  girls  seen  last  year),  family  planning  (11,249  women  received 
these  services)  and  care  for  hypertension  (6,540  women),  upper  respiratory  infec- 
tions and  diabetes  (2,699  women).  For  most  of  these  women,  it  is  the  only  care  avail- 
able to  them.  Our  centers  service  more  than  10,000  women  who  are  appropriate  for 
our  mammography  screening  programs.  Our  on  site  mobile  mammography  screening 
program  is  unique  in  that  it  links  the  screening  with  a  primary  care  physician.  Its 
mobility  allows  us  to  provide  care  to  traditionally  underserved  populations — particu- 
larly inner  city  women.  By  increasing  access  to  screening  we  hope  to  reduce  breast 
cancer  mortality  in  the  city. 

As  the  Health  Commissioner,  I  am  too  well  aware  of  the  overwhelming  needs  of 
women  for  comprehensive,  coordinated  health  care.  However,  1  am  challenged  on  a 
daily  basis  to  insure  that  there  is  funding  to  maintain  the  infrastructure  that  exists 
let  alone  to  develop  new  strategies  for  funding  that  would  allow  us  to  improve  and 
expand  services.  Additional  money  is  needed  to  develop  innovative  approaches  to  the 
challenges  of  providing  better  health  care  to  women.  TVanslated  into  dollars  we  need 
at  least  $13  million  to  maintain  our  current  level  of  services  to  women  in  our  health 
care  centers  alone.  Additional  funds  would  £illow  us  to  expand  our  evening  and 
weekend  hours  to  make  services  more  accessible  to  working  women  and  their  fami- 
lies or  to  replicate  programs  like  the  mobile  mammography  unit.  Also,  women  are 
often  in  low  paying  jobs  which  do  not  offer  health  insurance.  They  are  often  also 
in  jobs  which  offer  little  flexibility  for  women  to  get  health  care  during  traditional 
work  hovu-s.  We  have  made  great  improvements  in  terms  of  waiting  time  for  ap- 
pointments at  our  centers  and  today  90  percent  of  all  appointments  are  made  within 
two  weeks;  however,  with  additional  funding  we  could  reduce  that  wait  even  more. 

There  are  many  specific  medical  issues  facing  women  and  my  comments  have 
been  mostly  general — applying  to  the  need  for  funding  to  maintain  core  public 
health  services  of  all  kinds  so  that  the  safety  net  for  care  remains.  However,  I  would 
like  to  speak  more  specifically  about  a  few  areas  of  special  need.  As  the  federally 
appointee  grantee  for  public  HIV-AIDS  funding,  the  Department  has  been  in  the 
forefront  of  the  battle  against  this  devastating  illness  for  years.  AIDS  is  among  the 
top  5  causes  of  death  among  men,  women  and  children  nationally  and  locally. 
Among  women  of  color  ages  25  to  44,  it  is  the  leading  cause  of  death  in  most  of 
our  larger  cities.  The  growth  of  the  AIDS  epidemic  is  seen  most  strikingly  in  its  ef- 
fect on  women.  The  proportion  of  women  with  AIDS  has  been  growing  steadily  since 
the  beginning  of  the  epidemic  and  women  have  comprised  the  fastest  growing  risk 
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group  for  AIDS  for  the  last  several  years.  The  proportionate  rise  in  AIDS  cases 
among  women  in  Philadelphia  has  exceeded  that  among  men  since  1989.  Women 
made  up  nearly  a  quarter  of  the  new  AIDS  cases  reported  last  year  and  unfortu- 
nately we  expect  this  number  to  continue  to  rise.  If  the  epidemic  continues  to  grow 
in  this  manner  we  can  expect  that  by  the  first  years  of  the  next  century  there  will 
be  equal  numbers  of  AIDS  cases  diagnosed  among  women  as  men. 

The  epidemic  among  women  is  also  reflected  in  the  epidemic  among  children  bom 
with  HIV.  Nationally,  an  estimated  7,000  HIV  infected  women  give  birth  each  year. 
Preventing  HIV  infection  in  women  is  the  surest  way  to  prevent  HIV  infection  in 
children.  And  preventing  HIV  infection  in  women  means  that  children,  whether  HIV 
infected  or  not,  will  not  lose  their  mother  to  AIDS  in  their  lifetime. 

Funding  for  HIV/AIDS  is  in  peril.  There  are  more  people  to  care  for  than  ever 
and  there  is  a  great  urgency  to  promote  prevention  and  hopefully  stem  the  tide  of 
new  infections.  Title  I  must  be  fully  funded  so  that  current  levels  of  service  can  be 
maintained.  Additional  money  must  be  found  so  the  system  does  not  collapse  under 
the  burden  of  new  cases.  Funding  must  be  allocated  to  take  into  account  the  women 
and  their  children  who  are  often  lost  in  the  political  AIDS  debate.  Women  often  do 
not  know  how  to  recognize  symptoms  of  AIDS  and  thus  start  treatment  late  and 
they  are  seldom  prepared  to  take  necessary  steps  to  prevent  their  exposure  to  HFV. 
We  are  encouraged  by  the  development  oi  the  female  condom  which  for  once  puts 
control  in  the  hands  of  the  woman.  However,  this  technology  is  more  expensive  than 
male  condoms.  This  is  another  case  where  adequate  funding  is  necessary  so  that  all 
the  opportunities  at  our  disposal  for  treatment  and  prevention  are  accessible. 

A  second  area  that  I  would  like  to  highlight  is  that  of  women  with  mental  health 
needs  and  those  with  severe  mental  illness.  Of  particular  concern  are  women  who 
experience  post  partum  depression.  We  have  learned  that  this  depression  can  range 
from  "baby  blues"  to  serious  mental  illness.  In  either  event,  the  key  is  providing  ac- 
cess to  appropriate  care  to  all  women  and  training  to  psychiatrists  and  primary  care 
physicians  so  this  type  of  depression  is  recognized  and  treated.  Women  with  severe 
mental  illness  who  are  pregnant  are  particularly  at  risk.  It  is  especially  important 
that  they  and  their  babies  receive  appropriate  prenatal  care  to  insxire  good  deliv- 
eries and  adequate  post  natal  care. 

Caring  for  women  requires  a  partnership  between  public  health  and  the  commu- 
nity. We  must  work  together  to  address  all  of  the  social  issues  that  disenfranchise 
and  disempower  women  if  we  hope  to  maintain  their  health  and  well  being.  Com- 
mitment alone  is  not  enough  to  win  this  battle,  it  also  takes  money.  For  poor 
women,  women  of  color,  women  living  in  the  inner  city,  unemployed  women  it 
means  maintaining  the  public  health  services  and  making  them  available  and  acces- 
sible. It  means  developing  new  ways  of  reaching  out  and  educating  women  and  their 
families;  it  means  helping  all  women  to  feel  good  about  themselves  so  they  will  take 
care  of  themselves.  We  must  be  able  to  continue  to  provide  services  regardless  of 
a  woman's  ability  to  pay.  We  must  continue  to  educate  women  about  staying 
healthy.  We  must  make  sure  women  know  where  they  can  turn  for  help  when  need- 
ed. We  must  continue  to  maintain  that  quality,  affordable  health  care  is  a  right  and 
not  a  privilege. 

Thank  you  for  inviting  me.  I  would  be  glad  to  take  questions. 

REMARKS  OF  CONGRESSMAN  CHAKA  FATTAH 

Senator  Specter.  Let  us  turn  at  this  point  to  our  distinguished 
colleague,  Congressman  Chaka  Fattah.  Congressman  Fattah  has  a 
very  distinguished  record,  including  6  years  service  in  the  Penn- 
sylvania House  of  Representatives.  He  was  elected  whip  of  the  Con- 
gressional Black  Caucus,  serves  on  the  Government  Reform  and 
Oversight  Committee. 

We  welcome  you,  Congressman  Fattah,  and  invite  you  to  make 
an  opening  statement. 

Mr.  Fattah.  Thank  you.  I  will  be  very  brief.  Thank  you,  Mr. 
Chairman.  It  is  always  a  pleasure  for  those  of  us  in  the  lower 
House  to  have  a  chance  to  sit  with  the  distinguished  Members  of 
the  U.S.  Senate. 

But  I  do  want  to  thank  you  for  the  extraordinary  effort  you  have 
put  forward  in  dealing  with  women's  health  issues  in  the  Senate. 
It  is  a  record  of  long  standing.  And  today  I  look  forward  to  hearing 
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from  the  witnesses  on  both  domestic  violence  issues  and  women's 
health  issues.  I  know  that  both  you  and  your  colleagues  and  mine 
in  the  House,  Jon  Fox  included,  want  to  continue  to  work  in  a  bi- 
partisan way  on  these  issues,  because  they  are  extraordinarily  im- 
portant. 

Senator  Specter.  Thank  you  very  much.  Congressman  Fattah. 
We  thank  you  for  joining  us. 

STATEMENT  OF  GLENDA  DONOGHUE,  M.D.,  FACP,  EXECUTIVE  VICE 
PROVOST,  MEDICAL  COLLEGE  OF  PENNSYLVANIA  AND  HAHNE- 
MANN UNIVERSITY 

Senator  Specter.  We  turn  now  to  Dr.  Donoghue.  The  floor  is 
yours.  Dr.  Donoghue. 

Dr.  Donoghue.  Thank  you.  Mr.  Chairman  and  members  of  the 
committee.  I  am  Dr.  Glenda  Donoghue,  executive  vice  provost  of 
the  Medical  College  of  Pennsylvania  and  Hahnemann  University, 
where  I  was  the  founding  director  of  its  Institute  for  Women's 
Health.  I  appreciate  the  opportunity  to  testify  before  you  today. 

The  Female  Medical  College  of  Pennsylvania  was  established  in 
1850  as  the  first  medical  school  for  women  in  this  country.  The  col- 
lege subsequently  changed  its  name  and  then  merged  with  Hahne- 
mann University  in  1993  to  create  the  Medical  College  of  Penn- 
sylvania and  Hahnemann  University.  Our  university  pioneered 
education  for  women  in  medicine.  We  continue  our  pioneering  role 
with  the  Nation's  first  university  chair  dedicated  to  women's  health 
and  the  Institute  for  Women's  Health,  both  positions  now  held  by 
an  internationally  renowned  scholar,  Jean  Hamilton,  M.D. 

This  institute  is  committed  to  providing  leadership  and  expertise 
to  overcome  the  serious  limitations  on  women's  health  in  our  coun- 
try. Its  comprehensive  programs  include  what  we  believe  to  be  the 
four  essential  components  of  a  strategy  to  improve  women's  health: 
research,  education  of  health  care  professionals  and  women  pa- 
tients, model  clinical  care  programs  addressing  physical  health  in 
its  full  social  context,  and  leadership  training  programs  aimed  at 
increasing  the  numbers  of  women  leaders  throughout  America's 
health  care  system. 

Until  recently,  research  on  the  most  common  diseases  focused  on 
men,  while  women's  health  research  was  largely  restricted  to  repro- 
duction. Women  were  excluded  from  most  clinical  trials  of  treat- 
ments for  cancer,  heart  disease,  and  stroke,  the  leading  causes  of 
death  in  both  men  and  women.  It  is  only  since  congressional  action 
mandated  the  inclusion  of  women  in  clinical  research  trials  that  we 
have  learned  that  diseases  and  treatments  do  affect  women  and 
men  differently.  Now  the  important  thing  is  to  learn  more  about 
these  differences,  transfer  that  knowledge  to  physicians  and  other 
health  care  professionals  in  the  course  of  their  training,  and  con- 
tinuously update  our  clinical  programs  to  reflect  the  new  knowl- 
edge. 

The  information  gap  in  women's  health  research  requires  not 
only  new  studies,  but  better  quality  studies.  We  at  the  Institute  for 
Women's  Health  have  identified  five  priority  areas  for  our  organi- 
zation, and  those  are:  cardiovascular  disease,  breast  cancer, 
osteoporosis,  immunology,  and  hormone  replacement  therapy.  You 
have  heard  from  Senator  Specter  and  the  other  committee  mem- 
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bers  and  will  hear  later  this  morning  from  others  who  will  testify 
about  other  critical  areas  of  need. 

Not  only  do  we  need  increased  basic  and  clinical  research,  but  we 
need  to  apply  new  anal3rtical  techniques  to  extract  information 
from  already  published  literature,  much  of  which  has  previously 
been  overlooked.  MCPHlTs  Institute  for  Women's  Health,  using 
these  techniques  of  evidence-based  medicine,  has  been  able  to  dem- 
onstrate, for  instance,  that  traditional  antidepressant  medications 
work  better  in  men  than  women,  a  fact  reported  in  the  literature, 
but  widely  overlooked  until  now  and  of  profound  importance  when 
you  consider  that  women  suffer  from  depression  twice  as  frequently 
as  men. 

From  productive  research  and  the  new  knowledge  it  produces 
comes  comprehensive  education.  We  cannot  expect  the  next  genera- 
tion of  health  care  providers  to  adequately  care  for  women  without 
essential  changes  to  medical  education.  In  1993  the  Medical  Col- 
lege of  Pennsylvania  introduced  the  Nation's  first  integrated  wom- 
en's health  curriculum  and  cofounded  the  National  Academy  on 
Women's  Health  Medical  Education.  On  a  shoestring  budget,  we 
have  produced  this  spring  a  comprehensive  resource  guide  that  can 
be  used  in  the  Nation's  215  medical  schools  and  the  countrj^s  nu- 
merous graduate  medical  education  programs  to  help  them  imple- 
ment the  teaching  of  new  women's  health  knowledge  that  research 
has  produced. 

Funding  is  sorely  needed  to  encourage  educational  programs  to 
undertake  these  complex  reforms.  Of  course,  the  end  result  of  our 
research  and  education  efforts  is  the  actual  care  a  woman  receives 
from  health  care  professionals  and  by  learning  to  care  for  and  pro- 
mote her  own  health.  We  must  continue  to  develop  an  effective  na- 
tional strategy  addressing  these  pressing  women's  health  issues. 

We  have  made  a  promising  start,  supported  by  the  Federal  Gov- 
ernment's initial  efforts  to  improve  women's  health  care.  Many  of 
these  efforts  were  spearheaded  by  this  very  committee.  But  I  must 
tell  you  as  a  clinician  and  an  educator  that  these  goals  require  en- 
hanced Federal  funding  to  support  research  on  and  development  of 
the  most  effective  and  cost-efficient  treatments  possible,  to  develop 
increased  educational  programs  for  health  care  providers  and 
women  themselves,  and  to  continue  to  test  new  models  of  clinical 
care  which,  in  addition  to  treating  illness,  also  address  social  is- 
sues, health  maintenance,  and  identification  of  risk  factors. 

PREPARED  STATEMENT 

I  would  like  to  thank  you  all  for  your  attention  to  women's  health 
and  particularly  thank  Senator  Specter  for  his  continued  leader- 
ship and  support  of  this  critical  issue. 

Senator  Specter.  Thank  you  very  much,  Dr.  Donoghue. 

[The  statement  follows:] 

Prepared  Statement  of  Dr.  Glenda  D.  Donoghue 

Mr.  Chairman  and  members  of  the  Committee,  I  am  Glenda  Donoghue,  M.D.,  Ex- 
ecutive Vice  E*rovost,  Medical  College  of  Pennsylvania  and  Hahnemann  University, 
where  I  was  the  founding  Director  of  the  Institute  for  Women's  Health.  I  appreciate 
the  opportunity  to  testify  before  you  today. 

The  female  Medical  College  of  Pennsylvania  was  established  in  1850  as  the  first 
medical  school  for  women  in  this  country.  The  College  subsequently  changed  its 
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name  and  then  merged  with  Hahnemann  University  in  1993  to  create  the  Medical 
College  of  Pennsylvania  and  Hahnemann  University.  Our  University  pioneered  edu- 
cation for  women  in  medicine.  We  continue  our  pioneering  role  with  the  nation's 
first  university  chair  dedicated  to  women's  health  and  the  Institute  for  Women's 
Health,  both  now  held  by  an  internationally  renowned  scholar,  Jean  Hamilton,  M.D. 
This  Institute  is  committed  to  providing  leadership  and  expertise  to  overcome  the 
serious  limitations  on  women's  health  in  our  country.  Its  comprehensive  programs 
include  what  we  believe  to  be  the  four  essential  components  of  a  strategy  to  improve 
women's  health:  research;  education  of  healthcare  professionals  and  women  pa- 
tients; model  clinical  care  programs  addressing  physical  health  in  its  full  social  con- 
text; and  leadership  training  programs  aimed  at  increasing  the  numbers  of  women 
leaders  throughout  America's  healthcare  system.. 

Until  recently,  research  on  the  most  common  diseases  focused  on  men,  while 
"women's  health"  research  was  largely  restricted  to  reproduction.  Women  were  ex- 
cluded from  most  clinical  trials  of  treatments  for  cancer,  heart  disease  and  stroke, 
the  leading  causes  of  death  in  both  men  and  women.  It  is  only  since  congressional 
action  mandated  the  inclusion  of  women  in  clinical  research  trials  that  we  have 
learned  that  diseases  and  treatments  do  affect  women  and  men  differently.  Now  the 
important  thing  is  to  learn  more  about  these  differences,  transfer  that  knowledge 
to  physicians  and  other  healthcare  professionals  in  the  course  of  their  training,  and 
continuously  update  our  clinical  programs  to  reflect  the  new  knowledge. 

The  "information  gap"  in  women's  health  research  requires  not  only  new  studies, 
but  better  quality  studies.  We  at  the  Institute  for  Women's  Health  have  identified 
five  priority  areas  for  our  organization:  Cardiovascular  disease;  breast  cancer; 
osteoporosis;  immunology;  and  hormone  replacement  therapy. 

You  will  hear  later  this  morning  about  other  critical  areas  of  need.  Not  only  do 
we  need  increased  basic  and  clinical  research,  but  we  need  to  apply  new  analytical 
techniques  to  extract  information  from  already  published  literature,  much  of  which 
has  previously  been  overlooked.  MCPHU's  Institute  for  Women's  Health,  using  these 
techniques  of  evidence-based  medicine,  has  been  able  to  demonstrate,  for  instance, 
that  traditional  antidepressant  medications  work  better  in  men  than  in  women — a 
fact  reported  in  the  literature  20  years  ago,  but  widely  overlooked  until  now,  and 
of  profound  importance  when  you  consider  that  women  suffer  from  depression  twice 
as  frequently  as  men. 

From  productive  research  and  the  new  knowledge  it  produces  comes  comprehen- 
sive education.  We  cannot  expect  the  next  generation  of  healthcare  providers  to  ade- 
quately care  for  women  without  essential  changes  to  the  medical  education.  In  1993 
the  Medical  College  of  Pennsylvania  introduced  the  nation's  first  integrated 
womens's  health  curriculum,  and  co-founded  the  National  Academy  on  Women's 
Health  Medical  Education;  on  a  shoestring  budget  we  have  produced,  this  spring, 
a  comprehensive  resource  guide  that  can  be  used  in  the  nation's  125  medical  schools 
and  the  country's  numerous  graduate  medical  education  programs  to  help  them  im- 
plement teaching  of  the  new  women's  health  knowledge  that  research  has  produced. 
Funding  is  sorely  needed  to  encourage  education  programs  to  undertake  these  com- 
plex reforms. 

Of  course,  the  end  result  of  our  research  and  education  efforts  is  the  actual  care 
a  woman  receives,  from  healthcare  professionals  and  by  learning  to  care  for  and  pro- 
mote her  own  health.  We  must  continue  to  develop  an  effective  national  strategy 
addressing  these  pressing  women's  health  issues. 

We  have  made  a  promising  start,  supported  by  the  federal  government's  initial 
efforts  in  improving  women's  health  care.  Many  of  these  efforts  were  spearheaded 
by  this  very  committee.  But  I  must  tell  you,  as  a  clinician  and  an  educator,  that 
these  goals  require  enhanced  federal  funding  to  support  research  on,  and  develop- 
ment of;  the  most  effective  and  cost-efficient  treatments  possible;  to  develop  in- 
creased educational  programs  for  healthcare  providers  and  women  themselves;  and 
to  continue  to  test  new  models  of  clinical  care  which,  in  addition  to  treating  ill- 
nesses, also  address  social  issues,  health  maintenance  and  the  identification  of  risk 
factors. 

I  would  like  to  thank  all  of  you  for  your  attention  to  women's  health,  and  particu- 
larly thank  Senator  Specter  for  his  continued  leadership  and  support  of  this  critical 
issue. 

STATEMENT  OF  BARBARA  WEBER,  M.D.,  ASSOCIATE  PROFESSOR  OF 
MEDICINE  AND  GENETICS,  DIRECTOR,  BREAST  CANCER  PRO- 
GRAM, UNIVERSITY  OF  PENNSYLVANIA  CANCER  CENTER 

Senator  Specter.  We  now  turn  to  Dr.  Barbara  Weber.  Dr. 
Weber,  the  floor  is  yours. 
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Dr.  Weber.  Thank  you.  Again,  my  name  is  Dr.  Barbara  Weber. 
I  am  an  associate  professor  of  medicine  and  genetics  at  the  Univer- 
sity of  Pennsylvania  and  the  director  of  the  Breast  Cancer  Re- 
search Program  at  the  University  of  Pennsylvania  Comprehensive 
Cancer  Center. 

I  recognize  that  this  morning  to  some  extent  I  am  preaching  to 
the  converted  here,  particularly,  thanks  to  you.  Senator  Specter,  for 
your  support  of  the  appropriations  bill  this  year  that  allowed  the 
6-percent  increase  in  the  NIH  budget  and,  more  recently,  with  your 
support  of  the  1996  omnibus  appropriation  bill  which  allows  for  the 
increase  in  funding  with  technology  which,  as  you  mentioned,  was 
initially  defense-intelligence  technology,  which  is  now  being  redi- 
rected toward  breast  cancer  detection. 

As  many  of  you  know,  breast  cancer  is  a  very  serious  health 
problem  in  U.S.  women.  In  fact,  although  there  are  many  statistics 
floating  around,  I  think  the  ones  that  are  the  most  perhaps  telling 
are  the  fact  that  breast  cancer  is  the  leading  cause  of  death  in  the 
United  States  of  women  between  the  ages  of  35  and  70,  and  more 
women  die  every  year  of  breast  cancer  than  died  during  the  entire 
course  of  American  involvement  in  the  Vietnam  War. 

I  think  that  the  University  of  Pennsylvania  Cancer  Center,  one 
of  27  comprehensive  cancer  centers  in  the  United  States,  which  is 
dedicated  not  only  to  patient  care  but  to  research  and  medical  edu- 
cation, has  a  number  of  breast  cancer  programs  addressing  many 
of  the  issues  in  caring  for  women  and  making  strikes  in  under- 
standing this  disease  that  will  allow  us  ultimately  to  prevent  it. 

Some  of  the  examples  which  I  can  give  for  you  today  are:  re- 
search in  understanding  genetic  risk  of  developing  breast  cancer, 
new  ways  to  identify  very  early  breast  cancer,  such  as  the  MRI  pro- 
gram we  talked  about,  efforts  to  use  the  patient's  own  immune  sys- 
tem to  destroy  tumors  in  a  way  that  does  not  require  toxic  chemo- 
therapy, a  very  large  progrgun  to  use  high-dose  chemotherapy  and 
bone  marrow  transplantation  in  women  with  metastatic  breast  can- 
cer and  to  allow  women  who  have  never  previously  had  the  oppor- 
tunity for  cure  to  enter  into  that  program. 

We  have  also  developed  a  number  of  clinical  programs,  most  no- 
tably the  breast  cancer  evaluation  center,  where  women  with  newly 
diagnosed  breast  cancer  can  come,  see  a  number  of  experts,  and  get 
an  answer  in  a  single  day  as  to  the  best  way  to  care  for  their 
breast  cancer  and  hopefully  preserve  their  breasts,  and  the  newly 
developed  cancer  risk  evaluation  program  for  women  who  are  con- 
cerned about  their  risk  of  breast  cancer  to  come  and  find  out 
whether  they  are  at  extremely  high  risk  and  fall  into  the  pool 
where  genetic  testing  might  be  appropriate  or  whether  they  can  be 
counseled  in  terms  of  standard  surveillance  recommendations. 

The  two  examples  I  would  like  to  give  today  that  illustrate  the 
progress  that  has  been  made  in  breast  cancer  research  in  the  last 
5  years,  that  also  illustrate  how  much  we  have  yet  to  do  and  how 
much  we  need  continued  and  expanding  support  are:  first,  the  ge- 
netic risk  of  breast  cancer,  where  in  the  last  several  years  we  have 
had  very,  very  exciting  progress  in  identifying  two  genes  that  will 
actually  predict  risk  of  breast  cancer  for  women.  That  allows  us  to 
develop  a  blood  test  so  that  we  can  identify  those  women  and  care 
for  them  in  a  very  specific  way. 
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However,  it  is  clear  that,  despite  that  exciting  development,  we 
do  not  understand  anything  about  those  genes.  We  do  not  know 
what  they  do  when  they  are  normal.  We  do  not  know  why  they  pre- 
vent breast  cancer  in  women  in  whom  they  are  normal.  And  we  do 
not  know  why  women  get  breast  cancer  at  astounding  rates  when 
they  are  abnormal. 

This  is  all  work  that  is  continuing  clinically,  but  needs  continued 
support  to  continue  at  the  current  pace. 

The  other  example  that  I  would  like  to  cite,  as  I  mentioned,  is 
the  issue  of  bone  marrow  transplantation.  This  has  been  a  con- 
troversial treatment  because  it  is  expensive  and  toxic,  but  for  the 
very  first  time  it  shows  us  a  small  window  of  women  who  have  had 
breast  cancer  spread  outside  their  breasts,  historically  completely 
incurable,  that  we  now  have  a  small  number,  10  to  15  percent  of 
women  who  undergo  that  procedure,  who  appear  to  be  long-term 
survivors. 

What  that  tells  us  is  that,  although  this  is  not  perfect,  we  are 
making  progress  and  there  is  a  little  crack  in  the  door  now  where 
we  may  be  able  to  wedge  that  door  open  and  figure  out  how  to  save 
the  majority  of  women  who  develop  metastatic  breast  cancer. 

PREPARED  STATEMENT 

So  my  testimony  today  is  that  what  we  need  to  do  is  recognize 
that,  although  we  have  made  progress,  breast  cancer  is  a  hard 
problem  and,  like  all  hard  problems,  progress  is  made  in  small 
steps  and  requires  continued  and  expanding  support.  In  my  mind 
breast  cancer  is  not  a  women's  issue,  it  is  a  public  health  issue.  It 
is  an  issue  that  touches  almost  every  American,  whether  it  is  the 
women  who  get  it,  whether  it  is  their  loved  ones,  their  husbands, 
their  sons,  and  so  on,  that  have  to  support  them  through  this  very 
traumatic  disease. 

I  encourage  you  to  directly  support  increased  funding  for  breast 
cancer  research.  Thank  you. 

Senator  Specter.  Thank  you  very  much.  Dr.  Weber. 

[The  statement  follows:] 
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STATEMENT  OF  DR.  BARBARA  WEBER 

MR.  CHAIRMAN,  SENATOR  BIDEN.  MEMBERS  OF  THE  PENNSYLVANIA 
DELEGATION.  THANK  YOU  VERY  MUCH  FOR  THE  OPPORTUNITY  TO  TESTIFY 
BEFORE  THIS  PANEL  ON  WOMEN'S  HEALTH  ISSUES.  MY  NAME  IS  DR.  BARBARA 
WEBER  AND  T  AM  ASSOCIATE  PROFESSOR  OF  MEDICINE  AND  GENETICS, 
UNIVERSITY  OF  PENNSYLVANIA  SCHOOL  OF  MEDICINE,  AND  DIRFXTTOR  OF  THE 
BREAST  CANCER  PROGRAM,  UNIVERSITY  OF  PENNSYLVANIA  CANCER 
CENTER.  I  AM  HERE  TODAY  TO  DISCUSS  THE  EXCITING  PROGRESS  IN  BREAST 
CANCER  RESEARCH  OVER  THE  LAST  SEVERAL  YEARS  AS  WELL  AS  THE 
SIGNIFICANT  CHALLENGES  THAT  LIE  AHEAD  IN  THE  FIGHT  AGAINST  THIS 
DISEASE. 

LET  ME  BEGIN  BY  THANKING  YOU.  SENATOR  SPECTER,  AS  WELL  AS  OTHER 
MEMBERS  OF  THE  PANEL.  FOR  THE  CONSISTENTLY.  STRONG  BIPARTISAN 
SUPPORT  WHICH  THE  CONGRESS  HAS  SHOWN  FOR  CANCER  RESEARCH 
NEARLY  25  YEARS  AGO.  THE  CONGRESS  AND  PRESIDENT  ENACTED  THE 
NAllONAL  CANCER  ACT  WHICH  COMMITTED  THE  NATION  TO  THIS  EFFORT 
WHICH  HAS  PUT  THE  UNITED  STATES  AT  THE  FOREFRONT  OF  CANCER 
RESEARCH.  THIS  YEAR  YOU  AGAIN  DEMONSTRATED  YOUR  SUPPORT  BY 
APPROVING  CLOSE  TO  A  6%  INCREASE  FOR  CANCER  RESEARCH  AND  NIH 
PROGRAMS  OVERALL  IN  THE  CONTEXT  OF  AN  EXTREMELY  DIFHCULT  BUDGET 
YEAR.  AS  CHAIRMAN  OF  THE  SENATE  APPROPRIATIONS  COMMITTEE  ON 
LABOR,  HEALTH  AND  HUMAN  SERVICES.  YOU.  SENATOR  SPECTER,  DESERVE 
SPECIAL  PRAISE. 

YOUR  LEADERSHIP  IN  THE  AREA  OF  BREAST  CANCER  RESEARCH  LIKEWISE 
DESERVES  SPECIAL  ATTENTION.  YOU  RECENTLY  CONVENED  AN  EVENT  AT 
PENN  WHICH  DEMONSTRATED  THE  APPLICATION  OF  IMAGING  TECHNOLOGIES 
USED  FOR  DEFENSE  INTELLIGENCE  ACTIVITIES  TO  THE  EARLY  DETECTION  OF 
BREAST  CANCER  THIS  WORK  IS  BEING  PIONEERED  AT  PENN  AND  I  AM  PART 
OF  THAT  RESEARCH  TEAM.  THANKS  DIRECTLY  TO  YOUR  EFFORTS.  THE  1996 
OMNIBUS  APPROPRIATION   BILL  WHICH  WAS  JUST  ENACTED  INTO  LAW 
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CONTAINS  SPECIAL  FUNDING  TO  BEGIN  THE  IMMEDIATE  IMPLEMENTATION  OF 
CLINICAL  TRIALS  OF  THIS  EXCITING  TECHNOLOGY. 


AS  YOU  KNOW,  BREAST  CANCER  IS  THE  MOST  COMMONLY  DIAGNOSED 
CANCER  AND  THE  SECOND  LEADING  CAUSE  OF  CANCER  DEATHS  AMONG 
WOMEN  IN  THE  UNITED  STATES.  IN  FACT  IT  IS  THE  LEADING  CAUSE  OF  DEATH 
IN  WOMEN  BETWEEN  THE  AGES  OF  35  AND  70.  IT  COMPRJSES  ABOUT  30%  OF 
ALL  FEMALE  CANCERS.  IN  1995  THERE  WILL  BE  AN  ES IIMATED  1 82,000  NEW 
CASES  OF  BREAST  CANCER  AND  ABOUT  46,000  DEATHS.  MOREOVER.  THE 
DIRECT  AND  INDIRECT  COSTS  TO  THE  NATION  OF  THIS  DISEASE  EXCEED  $16 
BILLION  ANNUALLY.  IN  LIGHT  OF  THESE  STATISTICS,  RESOURCES  FOCUSED 
ON  THE  EARLY  DETECTION.  PREVENTION  AND  CURE  OF  BREAST  CANCER  ARE 
DOLLARS  WELL  SPENT. 

THE  PENN  CANCER  CENTER  IS  ONE  OF  ONLY  27  CENTERS  IN  THE  COUNTRY 
APPROVED  AND  DESIGNATED  BY  THE  NATIONAL  CANCER  INSTITUTE  AS  A 
COMPREHENSIVE  CANCER  CENTER.  WE  WERE  AMONG  THE  FIRST  CENTERS  TO 
RECEIVE  THIS  DESIGNATION.  WHICH  RECOGNIZES  OUR  FOCUS  ON  PATIENT 
CARE.  CANCER  RESEARCH  AND  MEDICAL  EDUCATION.  A  MAJOR  FOCUS  OF 
CANCER  CENTER  ACTIVITIES  IS  IN  THE  BREAST  CANCER  AREA.  WE  ARE  ONE 
OF  THE  LEADERS  IN  BREAST  CANCER  RESEARCH,  CONDUCTING  RESEARCH  IN 
MANY  ASPECTS  OF  THE  DISEASE,  INCLUDING:  THE  STUDY  OF  BREAST  CANCER 
SUSCEPTIBILITY  GENES;  THE  UNDERLYING  CAUSES  FOR  THE  SPREAD  OF 
BREAST  CANCER  OUTSIC  E  THE  BREAST;  NEW  WAYS  TO  IDENTIFY  VERY  EARLY 
BREAST  CANCER  SUCH  AS  THE  MRI  PROGRAM  YOU  ARE  FAMILIAR  WITH; 
TECHNIQUES  FOR  FOCUS  ING  A  PATIENT'S  OWN  IMMUNE  SYSTEM  TO  DESTROY 
TUMORS;  AND  A  LARGE;  PROGRAM  STUDYING  THE  BEST  WAYS  TO  UTILIZE 
BONE  MARROW  TRANSPLANTS  TO  INDUCE  LONG  TERM  COMPLETE  REMISSIONS 
TO  WOMEN  WHO  NEVER  PREVIOUSLY  HAD  THAT  CHANCE. 


AS  DIRECTOR  OF  THE  BREAST  CANCER  PROGRAM,  I  AM  WORKING  TO  FURTHER 
ENHANCE  OUR  LEADERSHIP  IN  THIS  AREA  BY  FOSTERING  THE  DEVELOPMENT 
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OF  interdisciplinarV 

FOCUSING  ON  THIS  DISEASE 
AREAS    MENTIONED 
DRAMATICALLY  EXPAND 
DISCOVERIES  IN  THE  LAE(ORATORY 


AND   INTERDEPARTMENTAL  RESEARCH  TEAMS 

WE  PLAN  TO  EXPAND  OUR  WORK  IN  ALL  THE 

ABOVE.        IN    ADDITION.    WE    ARE    LOOKING    TO 

OUR  COMMITMENT  TO  BRINGING  EXCITING  NEW 

QUICKLY  INTO  THE  CLINIC. 


RESEARCH  IS  ONLY  ONE  COMPONENT  OF  THE  CANCER  CENTER  MISSION. 
TO  IMPROVE  THE  CARE  WE  DELIVER  TO  THE  PATIENT.  WE  ESTABLISHED  THE 
BREAST  CANCER  EVALUATION  CENTER  WHICH  BRINGS  TOGETHER  CANCER 
SPECIALISTS  WITH  EXPERTISE  IN  ALL  ASPECTS  OF  BREAST  CANCER  DURING  A 
SINGLE  VISIT  SO  THAT  WOMEN  WILL  HAVE  A  COMPLETE  UNDERSTANDING  OF 
THEIR  DL\GNOSIS  AND  TREATMENT  OPTIONS,  AS  QUICKLY  AS  POSSIBLE.  WE 
HAVE  ALSO  PIONEERED  THE  USE  OF  MULTI-MODALITY  TREATMENTS. 
INCLUDING  THE  EFFECTIVENESS  OF  BONE  MARROW  TRANSPLANT  FOR 
ADVANCED  STAGES  OF  THE  DISEASE.  IN  ADDITION.  WE  HAVE  RECENTLY 
DEVELOPED  THE  CAnIcER  RISK  EVALUATION  PROGRAM.  DESIGNED  FOR 
WOMEN  CONCERNED  /BOUT  THEIR  RISK  OF  CANCER.  IN  THIS  SETTING. 
HEALTHY  WOMEN  AT  HI  jH  RISK  OF  DEVELOPING  CANCER  CAN  BE  EDUCATliD. 
TESTED  FOR  GENETIC  ALTERATIONS  AND  COUNSELED  ABOUT  THE  BEST  WAY 
TO  MANAGE  THEIR  INCRJ'ASED  RISK.  THIS  PROGRAM  WILL  ULTIMATELY  FORM 
THE  FOUNDATION  FOR  CANCER  PREVENTION  TRIALS  IN  HIGH  RISK 
INDIVIDUALS. 

TODAY,  HOWEVER.  I  WOULD  LIKE  TO  FOCUS  ON  THE  STRIDES  WE'VE  MADE  IN 
BREAST  CANCER  RESE\RCH.  AT  PENN  AND  OTHER  LEADING  RESEARCH 
INSTITUTIONS  THROUGHOUT  THE  COUNTRY,  AS  WELL  AS  THE  FUTURE 
CHALLENGES.  THE  FIF  ST  EXAMPLE  I  WOULD  LIKE  TO  MENTION  IS  THE 
TREMENDOUS  PROGRESS  THAT  HAS  BEEN  MADE  IN  UNDERSTANDING  GENETIC 
RISK  OF  BREAST  CANCE  R.  LESS  THAN  TEN  YEARS  AGO,  MANY  SCIET^JTISTS 
WERE  SKEPTICAL  THAT  ilNGLE  GENES  FOR  BREAST  CANCER  WOULD  EVER  BE 
FOUND.  DUE  TO  THE  COMPLEXITY  OF  THE  DISEASE.  NOW  WE  HAVE  TWO  SUCH 
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GtNES  IDENTIFIED  AND  THE  ADVENT  OF  CLINICAL  TESTING  FOR  BREAST 
CANCER  SUSCEPTIBILD  Y  IS  ON  THE  BRINK  OF  BEING  POSSIBLE  IN  ANY 
PHYSICIAN'S  OFFICE.  YET  DESPITE  THESE  DRAMATIC  ADVANCES.  A  CAREFUL 
LOOK  SHOWS  THAT  THEY  POINT  OUT  HOW  MUCH  WE  HAVE  YET  TO  LEARN  . 
WE  STILL  HAVE  NO  CLUES  AS  TO  THE  FUNCTION  OF  THESE  GENES,  WHY 
BREAST  CANCER  DEVELOPS  WHEN  THEY  ARE  ABSENT,  AND  HOW  TO  PREVEN I 
THE  DEVELOPMENT  OF  UREAST  CANCER  IN  CARRIERS  OF  ALTERATIONS  IN 
IHbSE  GENES. 

THE  SECOND  EXAMPLE  H  WOULD  LIKE  TO  FOCUS  ON  IS  THE  USE  OF  BONE 
MARROW  TRANSPLANTATION  FOR  BREAST  CANCER  WHILE  IT  HAS  BEEN  A 
LONG  TIME  COMING.  DaItA  ARE  NOW  AVAILABLE  FROM  MULTIPLE  CLINICAL 
TRIALS  THAT  SUGGEST  THIS  APPROACH  IS  THE  FIRST  CRACK  OF  LIGHT 
SHINING  THROUGH  THE  WALL  THAT  HAS  BEEN  ADVANCED  BREAST  CANCER. 
FOR  THE  FIRST  TIME.  SOME  WOMEN  WITH  ADVANCED  BREAST  CANCER  HAVE  A 
TREATMENT  OPTION  THAT  OFFERS  THEM  HOPE  OF  LONG  TERM  REMISSION. 
WHILE  THIS  IS  AN  EXPENSIVE,  TOXIC  REGIMEN,  IT  SHOWS  US  THAT  WE  ARE 
CLOSER  THAN  WE  HAVE  =VER  BEEN  TO  A  CURE  FOR  BREAST  CANCER. 


THE  CHALLENGE  WE  FACE  NOW  IS  KEEPING  THE  MOMENTUM  THAT  WE  HAVE 
GAINED  IN  RECENT  Y^ARS  AND  EXPANDING  OUR  WORK  EVEN  MORE 
BROADLY.  BREAST  CANCER  IS  A  DISEASE  THAT  TOUCHES  ALMOST  EVERY 
AMERICAN  FAMILY.  AN!)  WE  ARE  MAKING  PROGRESS.  BUT  WE  MUST  HAVE 
THE  CONTINUED  SUPPORT  OF  THE  CONGRESS  FOR  TlilS  WORK.  MONEY  FOR 
BREAST  CANCER  RESEARCH  WILL  TRANSLATE  DIRECTLY  INTO  SAVING  THE 
LIVES  OF  MORE  AMERICAN  WOMEN  THAN  ANY  OTHER  DISEASE  RELATED 
RF-SFARCH. 


THANK  YOU  VERY  MUC  H  FOR  GIVING  ME  THE  OPPORTUNITY  TO  TESTIFY 
BEFORE  THIS  COMMITTBE.  I  WOULD  BE  HAPPY  TO  ANSWER  ANY  QUESTIONS 
THAT  YOU  MAY  HAVE. 
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Senator  SPECTER.  We  will  now  begin  5-minute  rounds  among  the 
panelists.  And  it  is  a  little  hard  to  be  much  more  aggressive  than 
we  have  been  on  breast  cancer  funding  with  the  increase  in  this 
year's  budget,  notwithstanding  the  cuts  generally,  and  NIH  being 
taken  out  of  turn  for  a  $600  million  increase.  Some  9  weeks  ago 
today  on  March  4,  we  had  a  session  at  the  University  of  Pennsylva- 
nia with  the  imaging  from  the  CIA  involved,  and  at  that  time  I 
asked  your  colleague  Dr.  Schnall  how  soon  he  could  start  the  clini- 
cal trials.  Dr.  Schnall  said  he  needed  money. 

Were  you  there  that  day? 

Dr.  Weber.  I  was  present,  but  not  when  you  were  there,  yes,  sir. 

Senator  Specter.  Well,  at  any  rate.  Dr.  Schnall  said  he  needed 
money  and  we  appropriated — we  said  we  would  get  him  the  money 
and  we  have,  on  the  bill  which  passed  10  days  ago,  $2  million 
extra.  And  my  questions  to  you,  which  I  shall  not  ask  for  an  an- 
swer: Did  you  know  we  had  the  funding,  and  have  you  gotten  your 
money,  and  have  the  clinical  trials  started? 

Dr.  Weber.  Yes,  no,  and  no. 

Senator  Specter.  I  am  going  to  press  for  an  answer  on  that  on 
Friday.  We  are  going  to  call  you  up  and  ask  you  what  is  happening. 

That  is  a  remarkable  advance,  to  use  the  CIA  imaging.  And  Dr. 
Schnall  said  he  needed  funds,  and  we  have  gotten  a  special  appro- 
priation, probably  in  record  time,  $2  million,  and  part  of  that  is  ap- 
plicable to  my  hometown  hospital. 

I  like  to  tell  the  story:  Senator  Biden  was  chairman  of  the  Judici- 
ary Committee.  He  knows  what  it  is  like  to  be  chairman  of  a  major 
committee.  I  am  chairman  of  the  Intelligence  Committee.  When 
Senator  Bjrrd  was  chairman  of  the  Appropriations  Committee  he 
loved  the  job,  really  hated  when  he  lost  it,  because  so  far  he'd  been 
able  only  to  pave  one-half  of  West  Virginia. 

And  I  am  two  spots  away  from  being  chairman  of  the  Appropria- 
tions Committee.  Only  Senator  Stevens  and  Senator  Cochran  are 
ahead  of  me.  So  we  want  to  know  what  happens. 

Senator  Biden.  Why  do  you  think  we  are  here,  Mr.  Chairman? 

Senator  Specter.  I  am  glad  you  mentioned  that,  Joe.  [Laughter.] 

Let  me  turn  to  a  question  now  for  which  I  will  look  for  an  an- 
swer. Commissioner  Richman,  your  testimony  is  eloquent  about  the 
problem  of  HIV-AIDS  in  a  city  like  Philadelphia  and  the  incidence 
of  the  problem  among  low-income  women  and  the  impact  on  babies. 
If  you  had  your  druthers,  what  would  you  like  to  have  in  order  to 
combat  that  problem? 

Ms.  Richman.  Basically,  again  one  of  the  things  we  need  is  just 
to  expand  the  programs,  particularly  for  the  women  who  are  most 
at  risk,  and  those  are  injection  drug  users,  women  who  are  particu- 
larly more  at  risk  because  of  their  age  and  because  of  the  possibil- 
ity of  pregnancy  and  the  risk  they  bring  to  their  unborn  child. 

What  we  need  more  than  an3rthing  else  to  do  that  is  additional 
dollars  to  work  with  those  particular  women.  We  have  found  a  lot 
of  different  ways  to  work  with  those  women,  and  some  of  the  most 
effective  are  with  peer  counselors. 

Senator  Specter.  Ms.  Richman,  what  I'd  Uke  you  to  do  is  to  pro- 
vide in  writing  for  the  committee,  a  short  memorandum,  not  more 
than  five  pages,  telling  us  what  you've  been  able  to  accomplish 
with  the  increase  in  Federal  funding  specifically,  and  a  specific  dol- 
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lar  amount  as  to  what  you  would  like  to  have,  and  what  you  think 
you  could  accomplish  with  that. 

Ms.  RiCHMAN.  Certainly. 

Senator  Specter.  Dr.  Donoghue,  you  have  listed  five  priorities — 
cardiovascular,  breast  cancer,  et  cetera — and  I  am  interested  to 
note  that  you  put  cardiovascular  disease  ahead  of  breast  cancer. 
Would  you  say  that  is  a  higher  priority  or  are  they  all  of  the  high- 
est priority? 

Dr.  Donoghue.  They  are  all  of  the  highest  priority.  I  think  that 
it  depends  on  the  age  of  the  woman  that  you  are  looking  at,  which 
one  of  them  is  the  leading  cause  of  death.  And  I  certainly  agree 
with  my  colleague  here  that  in  the  younger  age  groups  there  is  no 
question  that  breast  cancer  is  a  very  severe  problem  in  this  coun- 
try. 

But  women  live  longer  than  70  years  and  once  you  get  into  the 
older  age  brackets  heart  disease  is  the  leading,  and  stroke,  are  very 
important  causes  of  death  and  morbidity. 

Senator  Specter.  Well,  my  green  light  is  on.  Unusual  for  the 
chairman  to  do  this,  I  am  going  to  yield  to  my  colleague  Senator 
Biden. 

Senator  BiDEN.  Thank  you.  When  I  was  chairman,  Mr.  Chair- 
man, I  never  did  that. 

Senator  Specter.  Notice  the  timing,  Joe:  barely  a  second  or  two 
ahead. 

Senator  BiDEN.  Dr.  Donoghue,  you  have  been  a  leader  in  a  num- 
ber of  issues.  It  is  not  directly  related  to  your  testimony,  but  I 
would  like  to  be  educated.  What  attempts  have  you  made  and  how 
successful  have  they  been  in  attracting  women  into  the  medical 
profession  and  into  the  research  areas  dealing  with  the  diseases 
that  most  affect  women? 

What  correlation  is  there,  or  is  there  any,  between  the  presence 
of  women  in  the  profession  and  the  focus  on  women's  issues?  Now, 
that  seems  like  the  answer  would  be  self-evident.  But  working  in 
an  area  I  know  a  great  deal  about,  we  did  not  for  the  longest  time 
see  a  correlation  between  hiring  more  police  officers  and  finding  po- 
lice more  sensitive  to  rape  victims.  It  was  not  a  direct  correlation. 

What  is  the  case  with  regard  to  the  medical  profession. 

Dr.  Donoghue.  It  is  mixed.  As  you  know,  we  have  been  very  suc- 
cessful at  attracting  more  women  into  the  profession  and  between 
40  and  45  percent  of  the  entering  medical  school  class  is  now 
women.  There  is  evidence  that  women  who  provide  clinical  care  do 
better  at  preventive  t3T)es  of  therapy  and  at  identifjdng  people  at 
risk,  and  we  have  some  data  published  in  the  literature  particu- 
larly on  the  use  of  pap  smears  by  women  physicians  versus  men 
physicians. 

The  thing  that  we  need  most  is  to  attract  more  women  into  the 
research  fields,  and  that  is  one  of  the  most  challenging  aspects  of 
the  issues  that  we  deal  with,  because  women  do  not  reach  leader- 
ship roles  either  as  professors  or  as  highly  funded  researchers  at 
anything  like  the  rate  that  men  do. 

Senator  Biden.  Which  leads  me  to  the  next  question.  I  am  going 
to  be  anecdotal  here.  A  fellow  who  works  with  me  is  here  today, 
he  will  probably  be  embarrassed  by  my  saying  this  but  his  daugh- 
ter graduated  at  the  top  of  her  class.  She  is  about  to  receive  her 
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Ph.D.,  in  genetics  from  Baylor  University.  And  I  was  surprised  to 
learn  there  is  nowhere  near  the  correlation  of  women  involved  in 
research,  in  the  research  profession — not  nearly  as  many  women 
getting  their  Ph.D.'s  and/or  advanced  degrees  in  strictly  research 
areas — as  there  are  men. 

Is  there  the  type  of  effort  underway  there  that  you  and  others 
have  pioneered?  When  we  all  up  here  graduated,  most  of  us  from 
law  schools,  the  number  of  women  in  the  law  classes,  and  the  num- 
ber of  women  in  the  medical  schools  that  were  companion  schools 
at  our  universities,  was  exceedingly  small. 

You  just  pointed  out  40  to  45  percent  of  the  entering  class  are 
women.  What  about  in  hard-core  research  areas  on  the  diseases 
that  you  have  focused  on? 

Dr.  DONOGHUE.  There  are  efforts  underway.  The  Office  for  Re- 
search on  Women's  Health  has  a  program  to  try  to  encourage 
women  to  go  into  research  and  to  stay  in  research.  As  you  know, 
with  many  professions  there  are  a  huge  number  of  barriers  to 
women  reaching  the  higher  ranks.  There  is  a  lot  of  other  respon- 
sibilities that  make  it  difficult  for  women  to  manage  both  their  per- 
sonal and  professional  lives,  and,  frankly,  there  is  still  some  resist- 
ance in  the  institutions  to  permitting  women  to  rise  into  those 
ranks. 

I  think  there  has  been  a  lot  of  changes  in  that  attitude  in  the 
last  10  years  or  so,  but  there  is  still  a  tremendous  need  for  support. 

Senator  Biden.  As  a  nonprofessional,  speaking  for  myself,  when 
we  listen  to  experts  who  come  and  speak  to  us,  when  a  well-known 
researcher  speaks  to  us  about  a  subject,  it  carries,  I  think,  greater 
weight  among  those  of  us  who  are  not  professionals,  who  are  not 
experts  in  whatever  the  area  happens  to  be,  than  it  does  when 
practitioners  come  and  speak  to  us.  Whether  that  is  because  we  are 
reflecting  our  insecurity  and  our  lack  of  knowledge  in  the  area  and 
we  look  to  those  who  have  the  greatest  cachet  and  the  greatest 
background,  I  do  not  know.  But  it  really  does,  I  think,  make  a  dif- 
ference. 

Let  me,  in  the  interest  of  the  short  amount  of  time,  ask  one  more 
question.  Commissioner,  one  of  the  things  that  I  spend  a  lot  of  time 
dealing  with  is  the  drug-abuse  problem,  and  for  the  longest  time 
intravenous  drug  users  were  one  of  the  leading  causes  of  the 
spread  of  AIDS.  But  now  in  this  city  and  in  many  others,  crack  has 
become  the  great  equalizer,  unfortunately,  for  women  becoming 
drug  addicts. 

With  the  guidance  of  Senator  Specter — and  I  mean  that  sin- 
cerely— and  the  Philadelphia  Police  Department,  I  have  gone 
around  this  city  and  observed  crack  houses  where  you  could  lit- 
erally— and  I  do  not  want  to  be  too  graphic — stand  on  the  comer 
and  see  in  the  window  women  performing  sexual  acts  in  return  for 
getting  their  dosage  of  crack,  their  hit.  And  they  would  binge  on 
it,  up  to  20  a  day. 

But  what  I  have  learned,  nationally  a  significant  reason  for  the 
spread  of  AIDS  among  women  has  been  not  merely  intravenous 
drug  use,  but  crack,  crack  cocaine  in  return  for  sexual  favors. 

Ms.  RiCHMAN.  You  are  absolutely  right. 

Senator  BiDEN.  Is  it  a  big  piece  here  in  the  city? 
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Ms.  RiCHMAN.  It  is  a  big  piece  here  in  the  city.  It  continues.  Any 
unprotected  sex 

Senator  BiDEN.  My  time  is  up,  but  your  time  is  not.  Continue  to 
tell  me  quickly,  if  you  will,  do  you  have  any  sense  of  the  propor- 
tion? I  mean,  is  it  becoming  one  of  the  primary  causes  of  the  in- 
crease that  you  laid  out  for  us,  or  is  it  the  increased  use  of  heroin, 
which  is  increasing  as  well,  although  now  they  are  "chasing  the 
dragon,"  smoking  pure  heroin? 

Do  you  have  a  sense  of  what  it  is? 

Ms.  RiCHMAN.  When  I  prepare  this  paper  I  will  try  to  include 
those  statistics  with  it,  but  you  are  right  on  your  analysis,  yes. 

Senator  Biden.  Thank  you. 

Senator  Specter.  Thank  you  very  much,  Senator  Biden. 

Congressman  Fox. 

Mr.  Fox.  Thank  you,  Mr.  Chairman. 

I  will  start  with  Commissioner  Richman,  if  I  could  just  ask  you 
this  question.  I  was  interested  in  your  mobile  mammography  units. 
How  much  success  have  you  had  in  having  patients  use  that? 

Ms.  RiCHMAN.  We  have  had  a  great  deal  of  success  with  that, 
and  what  we  have  primarily  realized  is  that  we  need  a  second  mo- 
bile mammography.  This  one  was  donated  to  us  and  we  are  looking 
for  another  gracious  donor. 

Mr.  Fox.  That  goes  on  the  list,  then. 

Ms.  RiCHMAN.  Yes;  that  does  go  on  the  list. 

Mr.  Fox.  Thank  you. 

Do  you  think  we  have  enough  of  a  public  education  program  gen- 
erally? 

Ms.  RiCHMAN.  No;  we  do  not  have  enough  public  education  pro- 
gram. I  think  we  are  doing  better,  but  certainly  there  is  an  awful 
lot  more  needed  public  education,  particularly  for  women  of  color. 
African  Americans  and  Latinos  are  still  not  receiving  as  much  edu- 
cation and  using  some  of  the  activities  that  we  have  in  the  commu- 
nity because  we  do  not  have  enough  public  education. 

Mr.  Fox.  The  panelists  and  the  committee  would  like  to  work 
with  you  on  that  further.  Thank  you. 

Ms.  RiCHMAN.  Thank  you. 

Mr.  Fox.  Dr.  Donoghue,  I  wanted  to  ask  you  some  questions.  You 
have  well  outlined  the  four  areas  of  comprehensive  need.  The 
model  clinical  programs  addressing  physical  health,  could  you 
speak  in  more  detail  about  what  you  are  talking  about  there? 

Dr.  Donoghue.  Well,  I  think  I  referred  to  it  briefly  in  the  pres- 
entation as  for  many,  many  years  women's  health  has  been  thought 
of  as  reproductive  health.  We  now  need  to  think  of  women's  health 
as  all  of  the  issues  that  affect  the  whole  person,  not  just  the  repro- 
ductive tract.  But  we  also  need  to  look  at  the  full  social  context  in 
which  a  woman  leads  her  life,  because  there  are  so  many  things, 
just  as  Ms.  Richman  has  described,  that  really  affect  the  ability  to 
access  care,  to  understand  how  to  prevent  disease,  and  to  actually 
manage  a  disease  once  they  have  suffered  it. 

Mr.  Fox.  In  yoiu"  area  of  leadership  training  programs  and  in- 
creasing the  number  of  women  in  health  care,  are  we  looking  to 
two  areas,  more  women  to  go  into  health  care  and  then  become 
leaders  and  spokespersons  once  they  are  in?  Looking  for  both? 
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Dr.  DONOGHUE.  We  believe  leadership  is  the  thing  that  is  most 
lacking  at  the  moment  and  that  there  is  a  lot  of  need  for  both  sup- 
port and  for  programs  to  train  people  who  will  then  become  leading 
researchers  and  spokespersons  for  the  organizations  that  they 
serve. 

Mr.  Fox.  When  individuals  hear  about  today's  testimony  from 
the  three  of  you  and  the  others  that  follow,  that  might  be  an  inspi- 
ration partially  unto  its  own. 

Can  you  speak  briefly  about  the  immunology  you  spoke  of?  You 
talked  about  the  five  priority  areas.  What  are  you  speaking  of 
there? 

Dr.  DONOGHUE.  There  are  so  many  diseases  that  seem  to  be  af- 
fected by  the  immune  system,  and  many  of  the  people  who  are 
speaking  here  today  would  be  able  to  address  the  kind  of  immunol- 
ogy that  surrounds  the  specific  disease  that  they  are  referring  to. 

There  are  also  a  number  of,  "orphan  diseases"  of  the  immune 
system  that  are  tremendous  causes  of  morbidity  and  loss  of  produc- 
tive time  for  women. 

Mr.  Fox.  I  was  intrigued  to  hear  about  your  comprehensive  re- 
source guide.  Can  the  members  of  the  committee  get  a  copy  of  that? 

Dr.  DONOGHUE.  Absolutely.  I  would  be  happy  to  send  you  each 
a  copy  of  it. 

Mr.  Fox.  That  would  be  great. 

Dr.  Weber,  can  I  ask  you  a  couple  questions,  if  I  may.  I  appre- 
ciate the  testimony  of  all  three  of  you.  I  was  wondering,  the  cancer 
center  mission,  what  you  are  doing  there  on  the  center  evaluation, 
which  brings  together  cancer  specialists  in  all  aspects  of  breast 
cancer,  is  that  now  becoming  a  national  model,  what  you  are  doing 
there? 

Dr.  Weber.  Yes;  absolutely.  I  think  the  idea  that  a  woman  could 
come  into  a  single  clinic,  get  an  opinion  from  a  surgeon,  a 
radiotherapist,  oncologists,  social  workers,  nurses,  and  so  on  all  at 
once,  is  a  model  that  many  centers  are  adopting. 

Mr.  Fox.  And  the  cancer  risk  evaluation  program,  is  there  a  way 
of  better  educating  the  public  about  the  availability  of  that? 

Dr.  Weber.  Yes;  that  is  actually  something  that  we  would  very 
much  like  to  do  and  feel  that  at  the  University  of  Pennsylvania,  we 
really  have  the  model  program  in  the  United  States  for  developing 
cancer  risk  evaluation,  and  I  think  that  we  are  working  on  provid- 
ing information,  initially  through  providers  in  the  Delaware  Valley. 
Of  course,  we  do  get  some  national  press.  But  I  think  that  that  is 
an  effort  that  really  needs  to  be  made  more  widely. 

Mr.  Fox.  Thank  you  very  much. 

I  yield  back  the  balance  of  my  time,  Mr.  Chairman.  It  is  unusual, 
but  I  yield  back  the  balance. 

Senator  Specter.  All  right.  Thank  you  very  much.  Congressman 
Fox. 

Congressman  Fattah. 

Mr.  Fattah.  Thank  you  very  much. 

Let  me  just  tell  my  colleague  Congressman  Fox  that,  even 
though  the  University  of  Pennsylvania  Cancer  Center  is  in  my  dis- 
trict, your  constituents  are  welcome  to  visit. 

Mr.  Fox.  They  already  have,  and  they  teach  there  as  well.  Thank 
you. 
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Mr.  Fattah.  Let  me  start.  Commissioner  Richman,  you  have 
done  a  marvelous  job  on  behalf  of  the  citizens  of  the  city.  I  am  sure 
the  Rendell  administration  along  with  all  of  us  hope  for  your  con- 
tinued success. 

I  want  to  raise  an  issue,  because  I  agree  with  all  that  you  have 
said.  I  was  talking  to  someone  from  Misericordia  Hospital  out  in 
my  district  up  in  west  Philadelphia  yesterday.  About  78  percent  of 
their  walk-ins  are  for  women  who  are  expecting  and  going  to  de- 
liver babies,  based  on  testing  that  they  have  done,  have  evidence 
of  cocaine  in  their  system.  And  there  was  a  great  deal  of  concern 
expressed  about  how  to  continue  to  approach  some  of  these  issues. 

I  want  to  just  commend  you  for  what  you  have  done,  but  I  know 
that — and  you  have  said  it  a  number  of  times  here  today — that 
there  is  a  need  for  more  information  and  more  education,  and  par- 
ticularly in  communities  of  low  income,  as  to  what  more  we  really 
can  be  doing. 

And  there  is  a  secondary  question,  somewhat  unrelated,  which  is 
just  the  whole  issue  of  prevention  and  wellness  programming,  par- 
ticularly among  younger  women  in  terms  of  lifestyle  decisions,  that 
maybe  you  might  also  want  to  speak  to  in  your  response. 

Ms.  Richman.  We  are  very  concerned,  particularly  about  the 
young  women  and  our  teenagers,  around  how  we  are  educating 
them,  what  kind  of  issues  we  have  in  front  of  them.  And  it  is  criti- 
cally important  they  understand  the  options  and  the  choices  they 
have  to  make  that  will  influence  the  rest  of  their  life. 

One  of  the  areas  that  you  touched  on  that  we  still  have  great 
need  is,  because  we  know,  not  only  at  Misericordia  that  I  am  very 
familiar  with  but  at  many  of  our  hospitals,  the  number  of  babies 
that  are  bom  with  crack  cocaine  in  their  bloodstream,  which  usu- 
ally shows  that  the  mother  has  used  crack  cocaine  a  fairly  short 
period  before  giving  birth,  the  need  for  more  programs  that  target 
women  for  detoxification  and  for  rehabilitation,  that  are  willing  to 
work  with  these  women  and  with  their  other  children,  because 
many  of  these  women  also  have  children  and  do  not  want  to  leave 
those  children  in  order  to  go  into  a  detox  or  rehabilitation  program. 

The  need  is  still  overwhelming,  and  that  need  is  a  need  we  con- 
tinue to  address.  But  at  the  same  time,  we  cannot  continue  doing 
the  things  that  are  also  going  to  affect  our  young  men,  which  re- 
quires that  we  need  to  just  do  plain  expansion  of  programs,  create 
new  programs  and  create  new  innovative  programs  that  will  draw 
these  women  into  an  array  of  services  and,  along  with  that,  to  con- 
tinue to  educate  the  young  women  that  are  still  in  high  school  and 
indeed  in  the  elementary  school  about  these  dangers. 

Mr.  Fattah.  We  have  had  a  lot  of  success  in  a  number  of  schools 
in  my  district  with  school-based  health  clinics.  Would  you  Uke  to 
talk  a  little  bit  to  the  committee  about  the  success  at  places  like 
Salsburger  and  other  places? 

Ms.  Richman.  There  has  been  overwhelming  success  with  school- 
based  health  clinics  bringing  the  service  directly  to  where  adoles- 
cents and  teenagers  are.  We  are  also  trying  to  be  fairly  even  be- 
tween school-based  and  school-linked,  which  means  that  for  some 
of  those  youngsters  who  prefer  to  receive  their  services  not  directly 
connected  with  the  school  that  possibility  exists,  too. 
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But  for  the  ability  for  both  our  own  district  health  centers  and 
the  federally  qualified  centers  to  expand,  it  will  take  additional  dol- 
lars as  they  produce  these  centers  that  are  not  within  their  base. 
So  we  continue  to  look  at  a  very  successful  model  and  try  to  figure 
out  how  we  are  going  to  maintain  it  and  create  more. 

Mr.  Fattah.  Let  me  ask  Dr.  Donoghue  maybe  a  two-part  ques- 
tion. First  of  all,  just  briefly,  I  would  assume  that  you  would  concur 
that  part  of  the  reason  why  40  to  50  percent  of  the  medical  school 
admissions  happen  to  be  women  now — and  I  served,  for  instance, 
10  years  on  the  Temple  board  and  we  have  done  a  lot  there  during 
the  years  that  I  was  there  at  our  medical  school  and  law  school — 
has  to  do  with  affirmative  action  and  that  attempts  to  roll  that 
back  would  be  problematic  in  terms  of  continuing  to  see  this  kind 
of  progress.  Would  you  concur  with  that? 

Dr.  Donoghue.  I  would  think  so.  There  is  no  question  that  be- 
fore those  kinds  of  emphases  were  made  it  was  very  difficult  for 
women  to  even  be  admitted  to  medical  school,  much  less  get  into 
leadership  roles. 

Mr.  Fattah.  Let  me  ask  you  this  more  probing  question,  then, 
unrelated,  and  it  gets  back  to  something  that  I  was  trying  to  get 
at  with  the  Commissioner.  I  keep  remembering  this  Nike  commer- 
cial about  young  women  and  sports  and  what  a  difference  it  really 
made,  and  my  own  struggles  with  my  daughter  about  whether  to 
go  to  gym  class  or  not.  She  always  could  find  reasons  to  be  office 
aide  or  to  do  something  other  than  go  to  gym. 

But  there  are  in  fact  very  important  lifestyle  decisions  that  peo- 
ple make,  including  women.  Younger  women  make  decisions 
around  a  whole  range  of  issues,  including  fitness  programs  and  the 
like.  And  there  has  been  a  lot  of  research.  If  you  could  maybe  share 
with  the  committee  both  about  the  substantive  outcome  changes 
that  happen  with  these  decisions  and,  more  importantly,  what  from 
a  programmatic  standpoint  at  the  Federal  level  we  could  be  looking 
at  in  terms  of  increased  attention  on  that,  about  how  to  have  peo- 
ple be  well  longer,  I  guess  is  really  my  question. 

Dr.  Donoghue.  With  respect  to  the  numbers  in  medicine,  I  think 
that,  and  the  health  care  professions,  I  think  that,  going  back  into 
the  early  days  of  younger  girls'  lives  and  providing  them  with  role 
models  that  are  different  to  commercial  and  sports  figures  is  a  very 
important  way  of  attracting  women  to  go  into  the  sciences.  And  we 
struggle  with  that  all  the  time,  and  I  think  that  funding  for  those 
kinds  of  things  is  always  very  difficult  to  come  by. 

It  is  a  very  important  piece  that  leads  to  suitable  or  appropriate 
access  of  women  to  the  health  care  professions. 

Mr.  Fattah,  Thank  you,  Mr.  Chairman. 

Senator  Specter.  Thank  you  very  much.  Congressman  Fattah. 

There  are  many  more  questions,  but  we  have  three  panels  and 
I  think  we  have  had  a  reasonably  good  discussion  here.  So  we  are 
going  to  move  to  panel  two,  and  our  thanks  to  you,  Commissioner 
Richman,  Dr.  Donoghue,  and  Dr.  Weber. 

Senator  BiDEN.  Mr.  Chairman. 

Senator  Specter.  Senator  Biden. 

Senator  Biden.  I  have  no  questions,  but  I  would  Uke  to  ask  if  Dr. 
Donoghue  and  Dr.  Weber  would  be  willing  to  answer  two  questions 
I  have  not  asked.  I  will  submit  them  in  writing.  I  do  not  want  to 
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create  a  lot  of  work  for  you,  but  I  would  appreciate  it  if  you  could 
respond.  Thank  you. 

And  I  look  forward  to  hearing  your  report,  Commissioner. 

Senator  Specter.  And  when  you  respond,  as  I  think  there  are 
some  pending  matters,  any  additions  that  you  may  want  to  give, 
what  I  would  ask  you  to  do  and  customarily  ask  generally  is,  those 
who  are  here — and  this  goes  not  only  to  the  panelists  but  to  every- 
one— is  to  talk  to  people  whom  you  may  see  in  the  course  of  the 
next  several  days,  talk  about  what  you  have  seen  here,  what  we 
have  discussed,  and  I  ask  each  of  you  to  send  us  a  two-page  memo- 
randum, those  who  are  witnesses  and  those  who  are  not,  of  what 
you  think  Congress  ought  to  be  doing  in  these  areas. 

Obviously,  after  the  discussion  is  over  you  will  think  of  things 
and  you  will  talk  to  people,  and  we  would  ask  you  to  take  the  ini- 
tiative in  talking  to  8,  10,  12  people  about  what  we  have  talked 
about  here,  and  then  send  us  a  foUowup  memorandum,  because 
these  sessions  are  very  important  for  us  and  we  would  like  to  have 
your  supplemental  thinking  in  addition  to  the  specific  questions 
which  are  outstanding  and  additional  questions  which  Senator 
Biden  or  some  of  the  rest  of  us  may  send  you  for  response  in  writ- 
ing. 

So  we  thank  you  very  much. 

Dr.  DONOGHUE.  Thank  you. 

Ms.  RiCHMAN.  Thank  you. 

STATEMENT  OF  AMY  FITZSIMMONS,  M.D.,  GRADUATE  HOSPITAL  OF 
PHILADELPHIA 

Senator  Specter.  I  would  like  to  call  the  second  panel  now:  Dr. 
Amy  Fitzsimmons,  Dorothy  Mann,  and  Kathryn  Lindsay,  R.N. 

While  the  witnesses  are  coming  up,  let  me  give  a  brief  resume 
or  summary  from  the  resumes.  Dr.  Fitzsimmons  is  a  sole  practi- 
tioner from  Radnor,  PA,  and  will  be  focusing  on  osteoporosis,  Alz- 
heimer's disease,  and  other  aging  issues.  What  we  have  asked  and 
our  staff,  Bettilou  Taylor,  Craig  Higgins,  and  Vicky  have  done  an 
excellent  job  on,  is  getting  a  variety  of  subject  matters  covered. 

Dorothy  Mann  is  executive  director  of  the  Family  Planning  Coun- 
cil of  Southeastern  Pennsylvania  and  has  been  a  long-time  activist 
in  the  field  and,  with  a  budget  of  some  $14  million,  provides  sub- 
contracting agencies  with  services  to  100,000  people.  She  has  been 
in  her  current  position  for  18  years,  so  is  obviously  very  experi- 
enced. 

Kathryn  Lindsay  will  speak  about  depression,  eating  disorders, 
alcoholism,  drug  use;  is  a  registered  nurse,  a  master  of  science  in 
nursing;  executive  director  of  the  Women's  Mental  Health  Program, 
Pennsylvania  Hospital. 

So  we  will  start  with  you.  Dr.  Fitzsimmons.  Welcome  and  the 
floor  is  yours  for  5  minutes. 

Dr.  Fitzsimmons.  Thank  you.  Mr.  Chairman,  members  of  the 
committee,  my  name  is  Dr.  Amy  Fitzsimmons. 

Mr.  Fattah.  Would  you  turn  the  mike. 

Senator  Specter.  As  Senator  Thurmond  says,  pull  the  machine 
closer. 

Dr.  Fitzsimmons.  My  name  is  Dr.  Amy  Fitzsimmons.  I  am  a  spe- 
cialist in  the  field  of  physical  medicine  and  rehabilitation,  secretary 
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of  the  Eastern  Pennsylvania  Osteoporosis  Society,  and  chairman  of 
the  National  Osteoporosis  Foundation's  Committee  on  Physical 
Therapy.  It  is  a  privilege  to  have  the  opportunity  to  address  you 
today  about  some  of  the  serious  health  issues  affecting  women.  In 
my  testimony  today  I  want  to  describe  to  you  some  of  the  people 
I  have  treated  and  outline  the  extent  of  their  problems,  as  well  as 
urge  you  to  invest  in  the  necessary  research  and  education  that 
will  have  a  heavy  impact  on  the  future  health  of  women. 

I  have  been  asked  to  address  two  topics  today,  Alzheimer's  and 
osteoporosis.  Since  I  am  not  an  expert  in  the  field  of  Alzheimer's 
disease,  I  will  read  to  you  some  of  the  information  sent  to  me  by 
the  National  Alzheimer's  Society.  These  are  fact  statements  sent  to 
me: 

Over  4  million  people  in  the  United  States  today  have  Alzheimer  disease.  By  the 
middle  of  the  next  century,  14  million  will  have  this  disease.  Alzheimer's  disease 
is  already  the  third  most  expensive,  following  heart  disease  and  cancer,  and  costs 
approximately  "$  100  billion  per  year;  1  in  10  over  the  age  of  65  and  nearly  one-half 
of  those  over  85  have  Alzheimer's  disease. 

A  person  with  Alzheimer's  disease  will  live  anywhere  from  3  to  30  years  after  the 
symptoms  appear  and  for  much  of  that  time  will  need  fiill-time,  around  the  clock 
care.  The  average  lifetime  cost  of  Alzheimer's  disease  per  person  is  $174,000,  and 
more  than  7  in  10  people  with  Alzheimer's  disease  live  at  home  and  their  families 
must  pay  $12,500  a  year  for  paid  help. 

The  average  cost  of  Alzheimer's  care  in  a  nursing  home  is  $42,000  a  year,  and 
the  Federal  Government  will  spend  an  estimated  $324  milUon  on  Alzheimer's  re- 
search in  1996. 

I  will  now  switch  the  focus  to  osteoporosis,  which  is  more  the 
area  that  I  specialize  in.  In  the  United  States  today  there  is  an  es- 
timated 25  million  Americans  who  are  at  risk  or  who  already  have 
osteoporosis.  Each  year  the  disease  causes  an  estimated  1.5  million 
hip,  spine,  wrist,  and  other  fractures. 

Each  hip  fracture  costs  anywhere  between  $20,000  and  $40,000. 
The  annual  medical  cost  associated  with  osteoporosis  exceeds  $10 
billion  and  is  expected  to  increase  to  $60  bilUon  by  the  year  2020, 
when  the  baby  boomers  come  of  age.  The  fractures  associated  with 
osteoporosis  not  only  incur  a  high  economic  cost,  but  an  emotional 
one  as  well.  They  will  rob  many  of  our  mothers,  sisters,  aunts,  and 
neighbors  of  not  only  their  independence,  but  their  self-esteem. 
About  15  to  20  percent  of  those  who  sustain  a  hip  fracture  will  be 
institutionalized  by  1  year  postinjury.  An  additional  35  percent  will 
be  dependent  upon  another  individual  for  all  or  a  partial  amount 
of  their  care. 

Those  who  do  sustain  a  hip  fracture  have  an  increase  of  5  to  20 
percent  greater  risk  of  dying  in  the  year  following  that  injury. 

We  have  all  seen  the  effects  of  osteoporosis,  perhaps  in  your 
mother,  your  aunt,  your  grandmother,  or  a  neighbor.  She  is  often 
bent  over,  walks  with  a  cane  or  a  walker,  and  she  has  a  pro- 
nounced curve  at  the  upper  part  of  her  spine  called  the  Dowager's 
hump.  She  is  often  a  victim  of  chronic  pain,  which  interrupts  her 
previous  routine  of  daily  chores  and  recreation. 

As  her  spine  curves,  her  natural  gaze  is  downward  toward  the 
floor.  She  must  strain  to  cock  her  head  upward  to  either  talk  to  you 
or  to  watch  a  car  as  she  crosses  the  street.  This  curve  will  also 
wreak  havoc  with  her  center  of  gravity  and  her  balance.  She  will 
need  to  walk  slower  and  perhaps  with  a  walker,  leaving  her  to  be 
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at  risk  for  a  fall  and  possible  fracture,  as  well  as  reduced  self-es- 
teem. 

The  other  face  of  osteoporosis,  which  you  may  not  recognize  as 
someone  with  osteoporosis,  is  a  45-year-old  woman.  She  came  to 
see  me  in  my  office  because  she  had  developed  a  lot  of  back  pain 
and  had  been  diagnosed  with  one  of  these  fractures,  osteoporotic 
fractures  of  the  spine.  She  had  her  only  child  at  age  23  and  was 
told  not  to  gain  much  weight  because  she  had  a  small  frame.  She 
gained  only  15  pounds  during  this  pregnancy  and  subsequent  to 
her  delivery  did  not  begin  her  menstrual  cycle  again  for  another  18 
years. 

This  was  not  only  because  of  a  lack  of  significant  nutrition,  but 
she  had  become  a  marathon  runner,  a  population  known  to  be  at 
risk  for  amenorrhea  and  osteoporosis.  She  was  now  only  45  years 
old  and  looking  ahead  to  a  life  of  being  at  significant  risk  for  fur- 
ther fracture. 

Last  is  an  example  that  is  a  personal  one  for  me.  I  have  a  12- 
year-old  niece  who  suffers  from  anorexia.  If  she  lives  through  this 
process,  I  know  that  she  will  encounter  this  disease  at  an  early 
age.  We  know  that  peak  bone  mass  is  attained  in  our  early 
twenties.  From  that  point  on  we  begin  our  decline.  It  is  critical  to 
achieve  as  much  bone  mass  as  possible  so  that  we  have  many  years 
before  we  get  into  the  area  that  places  us  at  a  significant  risk  for 
fracture. 

My  niece  and  all  those  young  adolescents  will  incur  many  of  the 
disabilities  that  the  older  adult  will  get  at  a  much  earlier  age. 

Fortunately,  there  has  been  an  increased  interest  in  osteoporosis 
and  related  bone  diseases.  Some  of  this  research  has  led  to  impor- 
tant savings.  For  example,  in  1991  alone  the  reduction  of  fractures 
in  older  women  as  a  result  of  estrogen  replacement  is  estimated  to 
have  saved  the  Nation  $333  million. 

Senator  Specter.  Dr.  Fitzsimmons,  may  we  ask  you  to  summa- 
rize and  your  full  statement  will  be  placed  in  the  record. 

Dr.  Fitzsimmons.  OK.  In  conclusion,  I  hope  that  I  have  left  you 
with  an  appreciation  for  the  magnitude  of  the  problem  of  osteo- 
porosis and  Alzheimer's  and  how  many  of  us  it  reaches,  how  dis- 
abling and  painful  it  is,  and  how  much  it  costs  us  both  emotionally 
and  financially.  There  is  much  research  which  has  already  been 
done,  a  lot  which  is  going  on  currently,  and  an  enormous  amount 
which  remains. 

PREPARED  STATEMENT 

Osteoporosis  is  a  preventable  disease.  Appropriations  from  you  to 
help  with  research  and  education  would  be  an  investment  to  help 
reduce  health  care  costs  and  significantly  improve  the  function  and 
quality  of  people's  lives. 

Thank  you  for  the  opportunity  to  testify  before  you  today.  I  will 
be  happy  to  answer  any  questions  that  you  may  have. 

Senator  Specter.  Thank  you  very  much.  Dr.  Fitzsimmons. 

[The  statement  follows:] 
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STATEMENT  OF  DR.  AMY  FITZSIMMONS 

Mr.  Chairman  and  Members  of  the  Committee 

My  name  is  Amy  Fitzsimmons,  I  am  a  specialist  in  the  field  of  Physical  Medicine  and 
Rehabilitation,  Secretary  of  the  Eastern  Pennsylvania  Osteoporosis  Society,  and  Chairman  of  the 
National  Osteoporosis  Committee  on  Physical  Therapy    It  is  a  privilege  to  have  the  opponunity 
to  address  you  today  about  some  of  the  serious  health  issues  that  affect  women. 

In  my  testimony  today.  I  want  to  describe  to  you  some  of  the  people  I  have  treated  and  outline 
the  extent  of  their  problems  as  well  as  urge  you  to  invest  in  research  and  education  that  will  have 
a  heavy  impact  on  the  future  health  of  women 

In  the  United  States  today  there  is  an  estimated  25  million  Americans  who  have  or  are  at  risk  for 
osteoporosis.  Each  year  the  disease  causes  an  estimated  1 .5  million  hip,  spine,  wrist,  and  other 
fractures    Each  hjp  fracture  is  estimated  to  cost  between  $20,000  and  $40,000.  The  annual 
medical  cost  associated  with  osteoporosis  exceeds  10  billion  dollars—  a  figure  that  is  estimated  to 
increase  to  60  billion  dollars  by  2020  as  the  baby  boomers  come  of  age 

The  fractures  associated  with  osteoporosis  not  only  incur  a  high  economic  cost  but  also  an 
emotional  one    They  will  rob  many  of  our  mothers,  aunts,  sisters,  and  friends  of  their 
independence  and  self  esteem    Fifteen  to  twenty  percent  of  those  who  sustain  a  hip  fracture  will 
be  institutionalized  at  one  year  post  injury    An  additional  thirty-five  percent  will  be  dependent  on 
another  individual  for  part  or  all  of  their  care.  Those  who  do  sustain  a  hip  fracture  have  a  5-20 
percent  greater  risk  of  dying  within  the  first  year  following  that  injury  than  others  in  their  age 
group. 

We  have  all  seen  the  effects  of  osteoporosis  -  perhaps  in  your  mother,  your  grandmother,  your 
aunt  or  a  neighbor    She  is  often  bent  over,  perhaps  walks  with  a  cane  or  a  walker,  and  she  has  a 
pronounced  curve,  a  Dowager's  hump    She  is  often  a  victim  of  chronic  pain  which  interrupts  her 
previous  routine  of  daily  chores  and  recreation    As  the  spine  forms  this  curvature,  her  gaze  is 
now  towards  the  floor  and  she  must  strain  her  neck  to  reposition  her  head  to  be  able  to  look  at 
you  or  traffic  as  she  attempts  to  cross  the  street    This  curve  will  also  reek  havoc  with  her  center 
of  gravity  and  hence  her  balance.  She  will  need  to  walk  slower  and  perhaps  with  a  walker  leaving 
her  to  be  at  risk  for  a  fall  and  possible  fracture  and  reduced  self  esteem 

The  other  face  of  osteoporosis  which  you  may  not  have  recognized  as  someone  with 
osteoporosis,  is  a  45  year  old  woman    She  came  to  see  me  in  my  office  because  she  had 
developed  a  lot  of  back  pain  and  was  told  that  she  had  osteoporotic  fractures  of  the  spine.   She 
had  her  only  child  at  the  age  of  23.  and  was  told  not  to  gain  much  weight  because  she  had  a  small 
frame    She  gained  only  15  pounds  with  the  pregnancy  and  subsequent  to  her  delivery,  she  did  not 
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get  her  menstruaJ  cycle  back  for  18  years    This  was-not  only  because  of  her  lack  of  sigfuficant 
nutrition,  but  she  had  become  a  marathon  runner,  a  population  known  to  be  at  risk  for 
amcnoahea  and  osteoporosis    She  now  was  only  45  years  old  and  looking  ahead  to  a  life  of  being 
at  significant  risk  for  more  fractures 

Lastly,  is  an  example  that  is  very  personal    I  have  a  twelve  year  old  niece  who  suffers  with 
anorexia    If  she  lives  through  this  crisis,  I  know  that  she  will  encounter  this  disease  at  an  early 
age    We  know  that  peak  bone  mass  is  attained  in  our  early  twenties.  From  that  point  on,  we 
begin  our  decline    It  is  critical  to  achieve  as  much  as  we  can  so  that  we  have  many  years  before 
we  get  into  the  area  that  places  us  at  significant  risk  for  having  a  fracture    My  niece  and  all  those 
young  adolescents  will  incur  many  of  the  disabilities  that  the  older  adult  will  get  at  a  much  earlier 

Fortunately,  there  has  been  an  increased  interest  in  osteoporosis  and  related  bone  diseases    Some 
of  this  research  has  led  to  important  savings    For  example,  in  1991  alone,  the  reduction  of 
fractures  in  older  women  as  a  result  of  estrogen  replacement  is  estimated  to  have  saved  the  nation 
S333  million  in  paticnt-carc  costs  (NIAMS). 

There  have  been  several  recent  advances  in  osteoporosis  research    There  is  an  increased 
understanding  of  the  causes  of  and  risk  factors  for  osteoporosis    This  has  enabled  doctors  to 
better  identify  patients  at  high  risk  and  to  take  steps  to  reduce  that  risk    New  knowledge  of 
eflfective  preventive  measures  and  treatments  (exercise,  calcium,  estrogen,  bisphosphonates, 
calcitonin),  as  wrll  as  new  drugs  being  developed  will  make  osteoporosis  a  highly  preventable 
disorder  in  the  future. 

Basic  research  on  the  biochemical  products  of  collagen  breakdown  has  led  in  recent  years  to  the 
discovery  of  new  markers  of  bone  metabolism    Laboratory  tests  for  these  markers,  which  can  be 
performed  on  urine  or  blood  samples,  will  provide  rapid,  simple  and  highly  cost-effective  ways  to 
monitor  the  effectiveness  of  osteoporosis  therapy  and  look  for  changes  in  the  bone  over  time. 

NlAMS-funded  scientists  helped  to  develop  and  validate  several  technologies  to  assess  bone 
density  and  bone  quality    These  technologies  allow  the  physician  to  effectively  identify  people  at 
high  risk  for  osteoporotic  fractures  and  initiate  a  plan  of  prevention. 

There  continue  to  be  many  opportunities  for  the  advancement  of  treatment  of  this  disease.  Some 
of  the  current  areas  of  interest  include:  elucidating  the  role  of  vitamin  D  receptor  gene  variations 
as  a  risk  factor  for  osteoporosis,  determining  the  potential  for  restoring  the  skeletal  architecture  to 
its  normal  state  and  thereby  reverse  osteoporosis,  determining  which  types  and  how  much 
exercise  are  appropriate  for  different  age  groups  (bone  density  levels),  assessing  what  type  of 
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physical  therapy  is  appropriate  and  cost  efTcctivc,  and  determining  the  long  tenn  effects  of 
hormone  replacement  and  other  pharmaceutical  therapies 

It  makes  common  serse  to  try  to  prevent  this  disease  when  able  rather  than  to  spend  the  huge 
costs  of  treating  the  fraaures  and  disabilities  associated  with  it    In  my  specialty  one  of  the  ways 
in  which  I  help  people  is  to  educate  them  on  the  type  and  amount  of  exercise  that  is  appropriate  to 
help  achieve  and  maintain  their  bone  mass,  flexibility,  and  balance    Unfortunately,  I  have  been 
unable  to  consult  with  many  women  because  the  health  insurance  companies  do  not  assume  the 
responsibility  of  the  need  for  prevention    It  has  already  been  demonstrated  that  access  to 
rehabilitation  services  continues  to  produce  real  savings  to  the  health  care  system    However,  it  is 
critical  for  research  to  be  done  that  demonstrates  the  cost  effeaiveness  of  these  interventions  as 
they  apply  to  osteoporosis  disease  and  prevention    This  will  allow  more  people  to  have  access  to 
the  information  and  treatment  that  w\\\  enable  them  to  prevent  the  disabling  and  painful  outcome 
that  osteoporosis  causes. 

Much  of  the  research  that  is  going  on  in  health  care  is  assumed  by  the  biomedical  industry 
However,  a  large  portion  of  the  research,  especially  the  medical  rehabilitation  that  needs  to  be 
done,  will  not  increase  the  profits  of  private  industry    I  believe  they  will  have  little  motivation  to 
foster  and  support  this  type  of  research  and  so  our  government  must  step  up  to  bat    It  is  our 
government  and  ourselves  that  will  reap  the  benefit  of  cost  effective  therapies. 

In  conclusion,  I  hope  I  have  lef^  you  with  an  appreciation  for  the  magnitude  of  the  problem  of 
osteoporosis  in  how  many  of  us  it  reaches,  how  disabling  and  painiul  it  is,  and  how  much  it  costs 
us  both  emotionally  and  financially    There  is  much  research  which  has  already  been  done,  a  lot 
which  is  going  on  currently,  and'an  enormous  amount  which  remains.  Osteoporosis  is  a  ~ 
preventable  disease.  Appropriations  from  you  to  help  with  research  and  education  would  be  an 
investment  to  help  reduce  health  care  costs  and  significantly  improve  the  function  and  quality  of 
people's  lives. 

Thank  you  for  the  opportunity  to  testify  before  you.  I  will  be  happy  to  answer  any  questions  that 
you  may  have. 

STATEMENT  OF  DOROTHY  MANN,  EXECUTIVE  DIRECTOR,  FAMILY 
PLANNING  COUNCIL  OF  SOUTHEASTERN  PENNSYLVANIA,  INC., 
PHILADELPHIA,  PA 

Senator  Specter.  We  turn  now  to  you,  Ms.  Mann.  Welcome. 

Ms.  Mann.  Thank  you.  Good  morning. 

My  name  is  Dorothy  Mann  and  I  am  the  executive  director  of  the 
Family  Planning  Council  of  Southeastern  Pennsylvania  here  in 
Philadelphia.  Senator  Specter,  a  few  weeks  ago  you  asked  me  to 
give  you  my  thoughts  on  priorities  for  women's  health  care.  Well, 
from  where  I  sit  there  are  two:  preserving  the  national  title  X  Fed- 
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eral  Family  Planning  Program  and  reducing  unintended  preg- 
nancies among  all  American  women. 

Let  me  set  the  stage,  give  you  a  little  snapshot  of  the  Family 
Planning  Council.  It  is  a  private,  nonprofit  organization  which  re- 
ceives all  the  title  X  Federal  family  planning  funds  for  Philadelphia 
and  the  four  surrounding  counties,  including  Montgomery  County. 
In  fiscal  year  1997  the  council  will  obtain  about  $4  million  of  title 
X  funding.  As  you  mentioned,  with  this  money  we  subcontract  with 
23  local  health  care  organizations,  all  the  major  teaching  hospitals, 
the  Philadelphia  City  Health  Department,  of  Philadelphia,  3  feder- 
ally funded  community  health  centers,  and  3  local  planned  parent- 
hood affiliates. 

Last  year  the  services  we  funded  were  provided  to  over  100,000 
low-income  women  and  men.  Let  me  tell  you  a  bit  about  those  serv- 
ices. In  family  planning  programs,  women  and  men  receive  phys- 
ical exams,  women  receive  pap  smears,  and  breast  exams.  They  are 
provided  education  and  all  of  the  contraceptive  methods  available, 
pregnancy  testing,  options  counseling,  testing  for  anemia,  diabetes, 
high  blood  pressure,  testing  and  treatment  for  sexually  transmitted 
diseases. 

Services  for  men  include  instruction  in  testicular  self-exam,  test- 
ing and  treatment  for  STD's,  vasectomy  service,  and  the  provision 
of  condoms. 

The  typical  title  X  family  planning  patient  in  our  program  is  an 
African  American  woman  between  the  ages  of  20  and  29,  she  is  un- 
insured, and  she  is  poor.  The  family  planning  clinic  offers  the  basic 
health  care  she  needs  to  stay  in  school  if  that  is  where  she  is,  keep 
a  job,  or  pursue  vocational  training. 

Preserving  the  title  X  family  planning  program  should  be  among 
your  top  priorities  for  women's  health.  Here  in  Philadelphia,  across 
the  Commonwealth,  in  Delaware,  and  throughout  the  Nation,  thou- 
sands of  low-income  women  depend  on  this  program  for  their  basic 
health  care  needs.  The  fact  is  that  women  in  their  reproductive 
years  rely  on  their  family  planning  practitioner  for  much  of  their 
health  c£ire.  Family  planning  is  so  much  more  than  birth  control. 

My  second  priority  is  to  reduce  the  rate  of  unintended  pregnancy 
among  American  women.  In  this  country  today,  as  we  celebrate  im- 
provements in  technology,  millions  of  men  and  women,  however, 
still  face  the  oldest  human  problem:  an  unintended,  unplanned 
pregnancy. 

According  to  the  Institute  of  Medicine,  the  rate  of  unintended 
pregnancy  among  American  women  is  disgracefully  high.  It  is  a  na- 
tional scandal.  The  most  recent  statistics  available  indicate  that  al- 
most 60  percent  of  all  pregnancies  in  this  country  are  unintended. 
That  is  an  amazing  number  and  in  fact  puts  us  in  places  where  you 
would  not  want  to  be  in  terms  of  the  rest  of  the  world. 

My  colleagues  and  I  have  been  alarmed  about  this  situation  for 
years,  but  we  have  been  keeping  a  lonely  vigil.  Frankly,  we  have 
also  been  protecting  the  family  planning  program  from  vicious  po- 
Utical  attacks.  You  can  imagine  what  the  unintended  pregnancy 
rate  would  be,  much  less  the  rate  of  STD's,  if  the  national  title  X 
program  ceased  to  exist. 

In  Philadelphia,  just  that  county,  62,000  low-income  women  re- 
ceived title  X  services  in  1995.  By  providing  these  services,  we  esti- 
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mate  that  over  10,000  pregnancies  were  prevented  and  over  5,600 
abortions  were  prevented. 

The  embarrassingly  high  rate  of  unintended  pregnancies  among 
all  American  women  should  be  a  clarion  call  to  the  health  care  es- 
tablishment, pharmaceutical  companies,  and  our  elected  officials. 
There  is  no  quick  fix,  however,  for  this.  From  my  vantage  point, 
one  important  aspect  of  reducing  unintended  pregnancy  will  be  to 
improve  contraceptives  and  eradicate  all  barriers  to  receiving  those 
contraceptives.  We  need  birth  control  methods  that  are  safe,  easy 
to  use,  and  inexpensive. 

Grentlemen,  we  send  people  into  space,  speed  down  the  informa- 
tion superhighway,  explore  subatomic  particles,  but  we  cannot  find 
a  birth  control  method  that  works  all  the  time.  What  a  sad  com- 
mentary on  our  priorities.  I  feel  very  strongly  that  we  need  pubUc 
and  private  dollars  invested  in  contraceptive  research. 

But  even  with  the  best  contraceptive  methods,  we  need  to  make 
them  available  to  all  women,  regardless  of  their  age,  marital  sta- 
tus, or  economic  well-being. 

PREPARED  STATEMENT 

One  final  point  because  I  see  the  red  light  is  on.  Contrary  to 
most  statistics,  86  percent  of  pregnancies  among  teenagers  are  un- 
intended. Teenagers  are  not  having  babies  to  get  on  welfare.  It  is 
a  myth  I  have  been  living  with  for  the  20  years  that  I  have  been 
in  the  field  of  family  planning.  Unintended  pregnancy  is  the  prob- 
lem. If  we  reduce  it,  we  will  reduce  the  number  of  abortions  in  this 
country,  which  has  broad  political  support. 

Thank  you. 

Senator  Specter.  Thank  you  very  much,  Ms.  Mann. 

[The  statement  follows:] 
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STATEMENT  OF  DOROTHY  MANN 

Good  Boming.  My  nane  1b  Dorothy  Mann  and  I  an  the  Exacutivft 
Director  of  the  Faaily  Planning  Council.  Senator  Specter,  you 
asked  ne  to  give  you  sy  thoughts  on  priorities  for  women's  health 
care.  Hell,  from  where  I  sit  there  are  two:  preserving  the 
national  Title  X  Federal  family  planning  program  and  reducing 
unintended  pregnancy  among  Amerioan  vonen. 

Let  ne  set  the  stage  by  giving  you  a  snapshot  of  the  Family 
Planning  Council,  the  health  care  services  we  support,  and  the 
patients  we  serve. 

The  council  is  a  private,  non-profit  organization  which 
receives  all  the  Title  X  Federal  family  planning  funds  for 
Philadelphia  and  its  four  surrounding  counties.  In  Fiscal  Year 
1997,  the  Council  will  obtain  almost  $4-milllon  in  Title  X  funding. 
With  these  and  other  funds,  the  Council  sub-contracts  with  23  local 
health  care  organizations.  This  impressive  network  of  agencies 
includes  the  area*s  major  teaching  hospitals,  three  community 
health  centers,  the  Philadelphia  Department  of  Health,  and  three 
local  Planned  Parenthood  affiliates.  Last  year,  services  were 
delivered  to  over  101,000  low-lnoome  women  and  men. 

Among  the  services  provided  in  a  family  planning  clinic  are 
physical  exams  including  Pap  smears  and  breast  exams,  the  provision 
of  and  education  about  all  contraceptive  methods,  pregnancy  testing 
and  options  counseling,  testing  for  anemia,  diabetes,  and  high 
blood  pressure,  testing  and  treatment  for  sexually  transmitted 
diseases,  and  counseling  and  testing  for  HZV.  Servioee  for  men 
include  instruction  in  testicular  self-exam,  testing  and  treatment 
for  STDs,  vasectomy  services,  and  the  provision  of  condoms. 

The  typical  Title  X  family  planning  patient  seen  in  any  one  of 
our  programs  is  an  African-American  woman  between  the  ages  of  20 
and  29.  She  is  uninsured;  in  other  words  she  is  poor  and  the 
family  planning  clinic  offers  the  basic  health  care  she  needs  to 
stay  in  school,  keep  a  job,  or  pursue  vocational  training. 
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Preserving  the  Title  X  faaily  planning  program  should  be  among 
your  top  priorities  for  women's  health  care.  Here  in  Philadelphia, 
across  the  Commonwealth,  and  throughout  the  nation,  thousands  of 
low-inoome  women  depend  on  this  program  for  their  basic  health  care 
needs.  The  fact  is  that  women  in  their  reproductive  years  rely  on 
their  family  planning  practitioner  for  much  of  their  health  care. 
Family  planning  is  so  much  more  than  birth  control;  it  enoompasses 
all  the  services  I  described  above  and  for  countless  numbers  of 
low- income  women  it  is  their  healthcare  safety  net. 

My  second  priority  is  to  reduce  the  rate  of  unintended 
pregnancy  among  American  women.  In  this  country  today,  as  we 
celebrate  the  improvements  technology  makes  in  our  daily  lives, 
millions  of  women  and  men  are  faced  with  the  oldest  human  problem: 
an  unplanned,  unwanted  pregnancy. 

According  to  the  Institute  of  Medicine,  the  rate  of  unintended 
pregnancy  among  American  women  is  disgracefully  high.  The  most 
recent  statistics  available  Indicate  that  almost  60%  of  all 
pregnancies  are  unintended.  An  unintended  pregnancy  has  dire 
consequences  for  a  woman,  her  partner,  and  her  family.  Regardless 
of  her  economic  situation,  an  unintended  pregnancy  that  is  carried 
to  term  affects  a  woman  in  every  sphere  of  her  life,  threatening 
her  physical  being,  her  emotional  stability,  and  her  ability  to 
obtain  or  Iceep  gainful  employment.  Furthermore,  a  woman  with  an 
unintended  pregnancy  is  less  likely  to  seek  pre-natal  care.  This 
has  dire  consecjuences  for  the  woman  herself  and  her  baby,  during 
the  pregnancy,  at  delivery,  and  during  the  post-partum  period. 

My  colleagues  and  I  have  been  alarmed  by  this  situation  for 
years  but  we  have  been  keeping  a  lonely  vigil.  Frankly,  we  have 
also  been  protecting  the  family  planning  program  from  vicious 
political  attacks;  can  you  imagine  what  the  unintended  pregnancy 
rate  would  be,  much  less  the  STD  rate,  if  the  Title  X  program 
ceased  to  exist. 

Let  me  tell  you  that  in  Philadelphia  county,  for  example, 
62,190  low-income  women  were  served  by  Title  X  in  1995.    By 
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providing  family  planning  sorvicas  to  these  women,  we  estimate  that 
over  10,000  pregnancies  were  prevented.  Furthermore,  we  estimate 
that  if  these  women  had  beoomc  pregnant,  over  5,600  of  them  would 
have  had  an  abortion. 

The  embarrassingly  high  rate  of  unintended  preqrnancy  among  all 
American  women  should  be  a  clarion  call  to  the  health  care 
establishment,  pharmaceutical  companies,  and  our  elected  officials. 

We  cannot  make  the  mistake,  however,  of  believing  that  there 
is  a  q[uick  fix,  a  single  solution  to  the  complex  and  difficult 
problem  of  unintended  pregnancy.  From  my  vantage  point,  one 
important  aspect  of  reducing  the  unintended  pregnancy  rate  will  be 
to  improve  contraceptives  and  eradicate  iH  barriers  to  acoess.  In 
other  words,  we  need  birth  control  methods  that  are  safe,  easy  to 
use,  and  inexpensive. 

Gentlemen,  we  send  people  into  space,  speed  down  the 
information  superhighway,  and  explore  sub-atomic  particles  but  we 
can't  find  a  birth  control  method  that  works  all  the  timel  What  a 
sad  commentary  on  our  priorities.  I  feel  very  strongly  that  more 
public  and  private  dollars  must  be  invested  in  contraceptive 
research. 

Nevertheless,  with  the  assortment  of  birth  control  methods  we 
presently  have,  we  need  to  make  them  available  to  all  women  - 
regardless  of  their  age,  marital  status,  or  economic  status. 

Let  me  interject  another  alarming  statistic  about  unintended 
pregnancy:  Among  unmarried  adolescents,  the  rate  of  unintended 
pregnancy  is  86%.  Contrary  to  public  opinion,  the  overwhelming 
majority  of  teenagers  arc  not  having  babies  to  get  on  welfare;  they 
are  having  babies  as  a  consequence  of  pregnancies  they  neither 
planned  nor  wanted. 

Along  with  making  birth  control . available  to  sexually  active 
adolescents,  we  need  better  sex  education  that  starts  early  and 
that  thoroughly  discusses  all  the  options  for  preventing  pregnancy 
including  abstinence  and  birth  control. 
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As  is  often  th«  case,  th«  need  for  good  sex  education  la 
obscured  by  politics.  Let  ne  offer  you  an  analogy:  In  the 
Buoeeasful  progran  to  reduce  drinking  and  driving  aaong 
adolesoenta,  ve  have  told  our  teenagers  that  not  drinking  is  best 
but  if  they  do  drink,  they  should  have  someone  as  the  designated 
driver,  well,  for  teens  who  are  sexually  active  there  is  a  similar 
message:  Abstaining  from  sex  is  the  healthiest  and  safest 
decision.  But  for  teenagers  who  are  sexually  active,  using  birth 
control  is  the  responsible,  healthy  thing  to  do  to  protect 
themselves . 

In  order  to  seriously  address  the  matter  of  unintended 
pregnancy,  ve  must  discuss  abortion.  No  current  method  of  birth 
control  is  perfect  and  people  who  use  birth  control  often  make 
mistakes.  The  fact  of  the  matter  is  that  safe,  legal  abortion  is 
part  of  the  solution  to  the  unintended  pregnancy  crisis.  If  we 
make  birth  control  more  widely  available  we  will  reduce  the  number 
of  unintended  pregnancies  thus  reducing  the  number  of  abortions,  a 
goal  that  has  broad  political  and  public  support. 

Senator  Specter,  as  you  examine  priorities  for  women's  health 
care,  I  am  confident  you  will  maintain  your  courageous  commltaent 
to  preserving  the  Title  X  program  and  protecting  a  woman's  right  to 
choose.  Reproductive  health  care  is,  in  my  opinion,  the  foundation 
upon  which  so  much  of  a  woman's  life  and  livelihood  depend. 

Thank  you. 

STATEMENT  OF  KATHRYN  M.  LINDSAY,  R.N.,  M.S.N.,  EXECUTIVE  DIREC- 
TOR, WOMEN'S  MENTAL  HEALTH  PROGRAM,  PENNSYLVANIA 
HOSPITAL,  PHILADELPHIA,  PA 

Senator  Specter.  I  now  turn  to  Ms.  Lindsay.  Welcome. 

Ms.  Lindsay.  Hi,  I  am  Kathy  Lindsay.  I  am  the  executive  direc- 
tor of  the  Women's  Mental  Health  Program  at  Pennsylvania  Hos- 
pital, and  I  want  to  thank  you  Senator  Specter,  for  inviting  me  to 
come  and  talk  about  women's  mental  health  issues.  I  have  been  a 
nurse  for  25  years  in  mental  health  and  been  working  with  women. 

But  before  I  can  talk  about  the  specific  issues  related  to  women 
and  mental  health,  we  need  to  address  the  stigma  that  remains 
prevalent  for  anyone  with  a  mental  health  disorder.  When  specific 
provisions  need  to  be  included  in  Federal  bills  to  ensure  economic 
parity  with  physical  illnesses,  we  become  aware  of  the  impact  of 
the  stigma  and  lack  of  tolerance  for  this  type  of  illness. 
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The  lack  of  a  specific  precipitating  event  and  ability  to  concretely 
measure  the  healing  process  associated  with  mental  illness  creates 
uncertainty  and  fear  in  many  people.  With  the  abstract  nature  of 
the  mental  health,  it  can  be  difficult  for  others  to  identify  with  the 
disabling  effects  and,  therefore,  label  it  as  a  weakness  or  personal 
defect. 

In  a  recent  Commonwealth  Fund  report  on  women's  mental 
health,  they  found  that  women  do  not  have  a  higher  prevalence 
rate  for  mental  illnesses,  but  we  are  affected  by  mood  disorders, 
anxiety  disorders,  and  somatization  disorders  more  often  than  men. 

Other  sources  show  the  lifetime  prevalence  rate  of  substance 
abuse  is  17.9  percent  in  women;  eating  disorders,  when  you  have 
a  diagnosis  of  an  eating  disorder,  it  is  90  percent  women,  and  be- 
tween the  ages  of  18  and  35,  0.3  percent  of  the  population  of 
women  have  an  eating  disorder.  Women  are  also  the  predominant 
victims  of  violence  and  abuse  throughout  their  lifetime. 

I  recognize  that  women's  mental  health  cannot  be  examined  in 
isolation,  but  requires  all  of  us  to  view  the  issue  from  the  context 
of  integrating  biological,  sociopolitical,  and  economic  influences.  For 
example,  we  know  that  depression  for  women  occurs  at  twice  the 
rate  of  men  and  we  are  at  higher  risk  between  the  ages  of  25  and 
40.  This  also  coincides  with  the  time  most  women  are  planning  for 
pregnancy  and  raising  children,  and  it  also  coincides  with  the  time 
that  society  believes  can  be  the  most  productive  years  of  life. 

This  disorder  can  severely  restrict  a  woman's,  a  person's  ability 
to  take  adequate  care  of  themselves  and  others,  therefore,  interfer- 
ing with  a  woman's  ability  to  parent  effectively  and  provide  other 
supports  for  herself  and  her  family. 

The  recommended  treatment  for  depression  is  therapy  and  medi- 
cations. But  as  you  know,  mental  health  benefits  have  been  more 
greatly  affected  than  general  medical  benefits.  The  woman  with  in- 
surance pays  higher  copayments  and  has  limited  visits.  The  poorer 
woman  has  less  access  to  mental  health  care  because  of  decreased 
funding  from  Government  sources. 

Depression  is  labeled  as  a  personal  weakness  and  sometimes 
women  may  not  recognize  they  are  depressed  and  often  seek  alter- 
native treatments  for  their  discomfort.  Frequently  they  use  their 
primary  care  provider,  complaining  of  symptoms  that  can  ofte^ 
have  psychological  origin.  At  this  time  they  do  not  receive  the  men-- 
tal  health  intervention,  but  after  frequent  visits  for  the  same  and 
similar  problems  an  intervention  may  be  suggested. 

Along  with  recognizing  depression  as  a  main  illness,  the  provider 
also  needs  to  be  aware  of  the  woman  with  a  medical  illness  when 
a  mental  health  problem  develops.  Depression  also  affects  the  re- 
covery process  for  major  illnesses,  such  as  breast  cancer  and  car- 
diac disease. 

Many  are  concerned  about  the  cost  of  mental  health  services  and 
try  to  control  those  costs  by  limiting  in-patient  treatment  visits  and 
only  using  medications.  They  are  unaware  of  the  increased  medical 
utilization  that  can  occur  when  a  mental  health  problem  is  not 
treated  in  a  timely  manner. 

Another  important  concern  is  the  primary  care  provider's  knowl- 
edge and  utilization  of  mental  health  services.  Unless  the  primary 
care  provider  understands  mental  health  diagnosis  and  treatment, 
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they  are  not  likely  to  ensure  appropriate  use  of  the  mental  health 
services. 

Substance  abuse  affects  women  at  one-half  the  rate  of  men,  but 
women  are  no  longer  quiet  and  in  the  background  with  their  addic- 
tion. As  we  know,  psychoactive  substances  impair  judgment  and 
the  ability  to  function  at  work  and  at  home.  When  a  woman  wants 
to  be  involved  in  treatment,  they  face  other  responsibilities,  such 
as  family  and  children,  which  can  interfere  with  their  ability  to 
complete  the  programs  as  they  are  structured  today. 

Access  the  treatment  can  take  on  many  forms.  The  most  common 
elements  include  location  of  resources  and  money  to  pay  for  the 
services.  For  women,  access  also  includes  child  care.  We  do  not 
have  enough  treatment  services  who  understand  this  issue  and 
provide  access  to  child  care  so  women  can  participate  in  treatment. 
There  are  some  programs  in  this  city  who  understand  this  issue, 
such  as  Family  House,  a  program  for  substance-abusing  women 
with  severe  mental  illness,  but  they  are  very  few. 

I  have  given  a  few  examples  of  the  intermingling  of  a  woman's 
biological  development,  social  roles,  society's  biases  and  expecta- 
tions, and  economics  that  affect  her  ability  to  use  mental  health 
promotion,  prevention,  and  treatment  services  in  a  manner  that 
promotes  healthy  living.  I  am  pleased  that  there  have  been  specific 
mandates  for  inclusion  for  women  in  research  studies,  but  I  also 
believe  that  women-specific  studies  need  to  be  designed  to  explore 
the  integration  of  biological,  social,  and  psychological  influences. 

These  studies  would  increase  our  knowledge  and  help  develop 
relevant  treatment  methods.  Along  with  research,  the  education 
process  needs  to  value  the  difference  in  women  and  utilize  appro- 
priate strategies  to  increase  the  care-providers'  knowledge  about 
the  use  of  effective  treatment  interventions. 

Another  recommendation  is  the  development  of  multispecialty 
health  care  practices  and  clinics  that  include  mental  health  provid- 
ers as  equal  partners.  This  strategy 

Senator  SPECTER.  Ms.  Lindsay,  would  you  summarize. 

PREPARED  STATEMENT 

Ms.  Lindsay.  This  strategy  could  ensure  early  intervention  and 
appropriate  treatment  for  mental  health  problems. 

I  just  want  to  show  how  women's  mental  health  is  a  vast  area 
and  that  we  need  to  be  integrating  it  into  the  general  health  care 
population. 

Senator  Specter.  Thank  you  very  much. 

[The  statement  follows:] 
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STATEMENT  OF  KATHRYN  M.  LINDSAY 
I  am  Kathy  Lindsay,  R.N.,  M.S.N. ,  Executive  Director 
of  the  Women's  Mental  Health  Program  at  Pennsylvania 
Hospital.  I  want  to  thank  you.  Senator  Spector  and  the 
members  of  the  Subcommittee  on  Labor,  Health  and  Human 
Services  and  Education  Appropriations  for  inviting  me  to 
talk  about  Women's  Mental  Health  Issues.  I  have  been  a 
mental  health  nurse  for  25  years  and  have  focused  my 
practice  on  woman's  issues. 

But  before  we  can  talk  about  the  specific  issues 
related  to  women  and  mental  health,  we  need  to  address 
the  stigma  that  remains  prevalent  for  anyone  with  a 
mental  health  disorder.  When  specific  provisions  need  to 
be  included  in  federal  bills  to  ensure  economic  parity 
with  physical  illnesses,  we  become  aware  of  the  impact  of 
the  stigma  and  lack  of  tolerance  for  this  type  of 
illness.  The  lack  of  a  specific  precipitating  event  and 
ability  to  concretely  measure  the  healing  process 
associated  with  mental  illness  creates  uncertainty  and 
fear  for  many  people.  With  the  abstract  nature  of  mental 
illness,  it  can  be  difficult  for  others  to  identify  with 
the  disabling  effects  and  therefore,  label  it  as  a 
weakness  or  personal  defect. 

The  recent  Commonwealth  Fund  Report  for  Women's 
Mental  Health  has  found  that  women  do  not  have  higher 
prevalence  rates  of  mental  illness  but  are  effected  by 
mood  disorders,   anxiety  disorders,   and  somatization 
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disorders  more  often.  Other  sources  show  that  the 
lifetime  prevalence  rate  for  substance  abuse  is  17.9%  in 
women  and  women  are  the  predominant  victims  of  violence 
and  abuse  throughout  their  lifetime. 

I  recognize  that  women's  mental  health  can  not  be 
examined  in  isolation,  but  requires  all  of  us  to  view  the 
issue  from  the  context  of  integrating  biological, 
sociopolitical,  and  economic  influences.  For  example,  we 
know  that  depression  for  women  occurs  at  twice  the  rate 
as  compared  to  men  and  they  are  at  high  risk  for 
depression  between  the  ages  of  25  and  40.  This  coincides 
with  the  time  most  women  are  planning  for  pregnancy  and 
raising  children  and  also  coincides  with  a  time  that 
society  believes  can  be  the  most  productive  years  of 
life.  This  disorder  can  severely  restrict  a  person's 
ability  to  take  adequate  care  of  themselves  and  others  so 
this  would  interfere  with  a  woman's  ability  to  parent 
effectively  and  provide  other  supports  for  herself  and 
her  family.  The  recommended  treatment  for  depression  is 
therapy  and  medications.  But  as  you  know,  the  mental 
health  benefits  have  been  more  greatly  effected  than 
general  medical  benefits.  The  woman  with  insurance  pays 
higher  co-payments  and  has  limited  visits.  The  poorer 
woman  has  less  access  to  mental  health  services  because 
of  funding  decreases  from  government  sources.  Because 
depression  is  labeled  as  a  personal  weakness  women  may 
not  recognize  they  are  depressed  and  often  seek 
alternative   interventions   for   their   discomfort. 
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Frequently  they  use  their  primary  care  provider, 
complaining  of  symptoms  that  can  often  have  a 
psychological  origin.  At  this  time,  they  do  not  receive 
the  mental  health  intervention  but  after  frequent  visits 
for  the  same  or  similar  problems  an  intervention  may  be 
suggested.  Along  with  recognizing  depression  as  a  main 
illness,  the  provider  also  needs  to  be  aware  of  the  woman 
with  a  medical  illness  when  a  mental  health  problems 
develops.  Depression  effects  the  recovery  process  from 
major  illnesses  such  as  Breast  Cancer  and  Cardiac 
Disease.  Many  are  concerned  about  the  cost  of  mental 
health  services  and  try  to  control  the  costs  by  limiting 
inpatient  treatment  and  visits  and  only  using 
medications,  they  are  unaware  of  the  increased  medical 
utilization  that  can  occur  when  a  mental  health  problem 
is  not  treated  in  a  timely  manner. 

Another  important  concen  is  the  primary  care 
provider's  knowledge  and  utilization  of  mental  health 
services .  Unless  the  primary  care  provider  understands 
mental  health  diagnosis  and  treatment,  they  are  not 
likely  to  ensure  appropriate  use  of  mental  health 
services . 

Substance  aubuse  is  a  concern  for  women.  Women  are 
no  longer  quiet  and  in  the  background  with  their 
addiction.  On  example  is  the  increase  of  women  who  are 
arrested  for  DUI .  As  we  know,  psychoactive  substances 
impair  judgement  and  the  ability  to  function  in  work  and 
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in  the  home.  When  women  want  to  be  involved  in  treatment 
they  face  other  responsibilities  such  as  children  which 
can  interfere  with  their  ability  to  complete  the  programs 
as  they  are  structured,  today 

Access  to  treatment  can  take  on  many  forms.  The 
most  common  elements  include  location  of  resources  and 
money  to  pay  for  the  services.  For  women,  access 
includes  childcare.  We  do  not  have  enough  treatment 
services  who  understand  this  issue  and  provide  access  to 
child  care  so  the  woman  can  participate  in  treatment. 
There  are  some  programs  in  this  city  who  understand  this 
issue  such  as  Family  House,  a  program  for  substance 
abusing  women  with  severe  mental  illness,  but  they  are 
few. 

I  have  given  a  few  examples  of  the  intermingling  of 
a  woman's  biological  development,  social  role,  society's 
biases  and  expectations  and  economics  that  effect  her 
ability  to  use  mental  health  promotion,  prevention  and 
treatment  services  in  a  manner  that  promotes  healthy 
living.  I  am  pleased  that  there  has  been  a  specif c 
mandate  for  the  inclusion  of  women  in  research  studies 
but  I  also  believe  that  women  specific  studies  need  to  be 
designed  to  explore  the  integration  of  biological,  social 
and  psychological  influences.  These  studies  would 
increase  our  knowledge  and  help  develop  relevant 
treatment  methods.  Along  with  research,  the  education 
process  needs  to  value  the  differences  in  women  and 
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utilize  appropriate  strategies  to  increase  all  health 
care  providers  knowledge  about  the  use  of  effective 
treatment  interventions.  Another  recommendation  is  the 
development  of  multispecialty  health  care  practices  that 
include  mental  health  care  providers  as  equal  partners. 
This  stategy  could  ensure  early  intervention  and 
appropriate  treatment  for  mental  health  problems. 

The  subject  of  Women's  Mental  Health  is  vast  and 
thank  you  for  the  opportunity  to  share  some  of  my 
concerns  and  recommendations  that  would  improve  what  I 
believe  to  be  an  integral  aspect  of  women's  health  care. 


LETTER  FROM  KATHRYN  M.  LINDSAY 

31  May  1996 
Dear  Senator  Specter, 

I  apologize  for  the  delay  in  this  report.  My  employer  wanted 
to  read  the  report  before  I  sent  it  to  you.  But  it  seems  to  have 
gotten  lost  in  the  system.  I  am  submitting  this  report  as  an 
individual  not  a  representative  of  my  health  care  organization. 

Thank  you  for  the  opportunity  to  voice  my  concerns  about 
women's  mental  health  issues  before  the  Appropriations  Subcommittee 
in  Philadelphia  on  6  May  1996.  The  support  you  and  Senator  Biden 
offer  is  necessary  and  beneficial.  As  role  models  for  many 
citizens,  your  acceptance  and  attention  to  these  issues  will  help 
decrease  the  stigma. 

Since  the  hearing,  I  have  been  gathering  information  about  the 
Domenici-Wellstone  Amendment  and  the  potential  impact  on  cost  of 
mental  health  care  for  women.  As  I  review  the  amendment  certain 
questions  and  concerns  arise  and  I  hope  to  cover  all  of  the  issues. 
I  will  also  highlight  cost  issues  using  experiences  of  women  I 
know. 

I  believe  that  Congress  needs  to  maintain  the  safety  net  for 
issues  effecting  citizens  of  this  country  and  through  your  support 
bring  it  to  the  consciousness  of  Congress  and  all  of  us  in  order  to 
encourage  meaningful  dialogue,  exploration  of  issues  and  tolerance. 
These  types  of  activities  can  begin  to  chip  away  at  the 
discrimination  against  mental  illness  and  work  to  ensure  support 
for  parity  of  mental  health  coverage. 

The  insurer's  control  of  the  benefit  design  can  be  appropriate 
but  there  needs  to  be  a  clearer  and  measurable  definition  to 
determine  "medical  necessity".  This  definition  needs  to  be 
determined  through  the  collaboration  of  insurers  and  mental  health 
care  providers.  The  precertif ication  process  is  cumbersome  for 
providers  and  consumers.  Because  the  definition  is  not  clear, 
consumers  can  wait  up  to  four  or  five  hours  in  a  hospital  admission 
office  after  being  interviewed  and  then  find  out  their  insurance 
carrier  will  not  pay  for  the  admission.  When  hospital  staff 
believe  that  the  consumer  can  not  leave,  they  take  the  risk  of 
losing  revenue  even  if  they  appeal  the  case.   Another  aspect  for 
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maintaining  the  appropriate  level  of  care  is  ensuring  consistency 
of  providers.  In  Philadelphia,  it  has  been  my  experience  with  a 
certain  Behavioral  Health  Care  Organization  that  a  consumer  can  be 
shuttled  throughout  the  city  and  seen  by  a  provider  at  another 
intervention  to  maintain  the  control.  Since  our  society  devalues 
dependency,  this  creates  one  dilemma  for  the  mentally  ill  person. 
They  want  to  stay  healthy  but  they  do  not  want  to  be  dependent  on 
something  to  remain  in  control.  The  relationship  with  a  provider 
whom  they  trust  can  help  them  accept  this  situation  but  it  takes 
consistent  support  to  allow  the  person  to  arrive  at  this 
conclusion.  As  a  society,  we  believe  that  independence,  autonomy, 
and  competition  are  aspects  of  a  healthy,  mature  adult.  But  as  we 
explore  women's  psychology,  we  realize  that  women  are  different  and 
interdependence,  connection,  and  collaboration  are  aspects  of  a 
healthy,  mature  woman. 

Women  are  known  to  experience  Depression  at  twice  the  rate  of 
men.  And  research  shows  that  the  most  beneficial  treatment  for 
depression  is  medication  in  conjunction  with  Interpersonal 
Psychotherapy.  Medication  helps  correct  certain  brain  chemical 
changes  and  Interpersonal  Psychotherapy  can  capitalize  on  the  way 
women  interact  and  benefit  from  a  relationship  in  order  to  make 
necessary  lifestyle  changes.  Depression  has  direct  costs  for 
treatment  and  has  many  indirect  costs  associated  with  decreased 
productivity  whether  it  be  in  the  job  outside  the  home  or  in  the 
role  of  parent.  In  the  job,  the  productivity  of  the  work  group  is 
effected  as  well  as  the  individual  and  as  a  parent  the  well  being 
of  the  family  is  effected.  The  tendency  for  most  people  is  to  go 
to  a  family/primary  care  provider  when  they  can  not  sleep  or  feel 
fatigued.  Since  the  provider  will  look  for  a  physiological  basis 
for  the  discomfort,  it  may  take  a  while  to  recognize  the 
depression.  This  means  that  treatment  is  not  started  and  the  woman 
does  not  feel  better  and  becomes  more  distressed.  Since  this  is  a 
highly  treatable  disease,  recognition  and  early  intervention  can 
benefit  from  the  lower  cost  interventions  of  outpatient  therapy  and 
medication  but  as  distress  increases  hospitalization  is  often  the 
only  option.  The  charge  for  medication  and  20  therapy  sessions 
can  average  about  $2500.00  -  $3000.00  per  year.  A  hospital  charge 
can  average  above  $3000.00  and  this  does  not  include  medications 
and  follow-up  treatment  for  the  depression  or  the  charges  for  the 
provider  visits  before  the  diagnosis  of  depression. 

Recognition  and  treatment  for  psychiatric  disorders  during 
pregnancy  can  have  a  greater  impact  on  decreasing  costs.  If  a 
woman  has  an  addiction  and  gets  pregnant  she  may  not  get  the 
necessary  prenatal  care.  When  this  occurs,  the  baby  may  be  born 
premature  or  have  low  blrthweight.  There  are  many  studies  that 
have  determined  the  cost  associated  with  low  birthweight.  In  order 
to  maintain  a  pregnancy  this  woman  may  require  hospitalization 
before  the  delivery  because  she  may  not  be  a  candidate  for  in  home 
monitoring  either  due  to  physiological  instability  or  addiction 
cravings.  The  hospital  charge  alone  for  a  woman  who  may  be 
hospitalized  for  six  weeks  before  the  delivery  can  average 
$96,600.00.  The  baby  may  require  a  lengthy  stay  in  the  hospital 
either  as  a  result  of  drug  withdrawal  or  inability  to  find  safe 
housing  for  the  mother  and  baby.  If  this  woman  could  stay  in  a 
hospital  based  Substance  Abuse  Program  the  charge  would  have 
averaged  $46,000.00.  This  would  have  provided  the  safe  environment 
facility  for  an  evaluation  of  care.  If  there  is  a  recommendation 
for  hospitalization,  the  consumer  needs  to  wait  for  an  hour  or  more 
for  another  evaluation  by  the  HMO  evaluator.  Often,  this  consumer 
is  engaged  in  treatment  at  another  facility.  This  disrupts 
continuity  and  since  this  person  is  not  known  to  the  staff,  forces 
them  to  provide  interventions  that  may  not  support  their  plan  of 
care  and  results  in  an  increase  cost.  Continuity  of  providers 
helps  decrease  duplication  of  services  and  unnecessary  repetition 
of  data  gathering.   Continuity  helps  the  consumer  move  forward 
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because  the  provider  has  experience  with  the  interventions  that 
have  been  more  successful.  As  in  primary  care,  the  relationship 
with  a  trusted  care  provider  can  determine  the  quantity  of  services 
used  as  well  as  cost.  When  we  have  seen  consumers  who  have  a 
relationship  with  providers  in  our  system,  we  provide  support  to 
continue  the  plan  of  care.  This  encourages  the  consumer  to  follow 
through  with  the  outpatient  treatment 
recommendations . 

When  costs  are  discussed,  tactics  are  employed  that  scare 
people,  we  will  "break  the  bank"  if  we  provide  Bone  Marrow 
Transplants,  Mental  Health  Care,  etc.  In  Philadelphia,  behavioral 
health  subcontractors  have  contributed  to  the  profit  margin  of  an 
HMO.  The  insurance  companies  have  supported  the  use  of  hospital 
care  and  high  technology  since  the  1960 's  and  these  are  the  most 
expensive  aspects  of  the  health  care  industry.  Today,  we  have  many 
lower  cost  alternatives  and  mental  health  can  effectively  use  these 
alternatives  and  could  have  been  using  them  for  many  years 
Previously,  the  provider  needed  to  "beg"  for  lower  cost  services 
many  times  and  this  did  not  always  ensure  the  coverage  for  the 
service.  Therefore,  the  insurers  have  to  take  responsibility  for 
creating  dependency  on  the  high  cost  services.  The  insurers  can 
not  rely  on  the  methods  they  use  now  to  decrease  use  of  high  cost 
services  As  we  have  seen  with  childbirth,  it  can  be  dangerous  to 
focus  all  the  attention  on  hospital  stays  as  a  way  of  decreasing 
costs.  Along  with  holding  the  insurers  accountable  for  the 
dependency  on  hospitals,  we  also  need  to  hold  the  health  care 
providers  accountable  for  developing  and  using  lower  cost 
^inf  ?^^  ^^•K  '^^  "^^^^  ^^^  definition  development,  the  insurers  and 
mental  health  care  providers  need  to  collaborate  to  provide 
adequate  care.   When  these  two  important  groups  are  in  conflict, 

M^fn^f^  3^  ^  P^"°"  ^""^  ^^^^^  ^^""ily  suffer.  I  believe  that 
living  in  the  community  and  using  hospitals  for  short  term  crisis 
intervention  is  necessary  and  the  way  of  helping  the  mentally  ill 
develop  productive  patterns  for  living.  When  you  isolate  a  segment 
of  the  population,  as  we  did  by  hospitalizing  the  mentally  ill  for 
f^2r  ^ni^H^\  '  l:'«/ei"f°^ce  a  stigma  and  set  in  motion  a  sense  of 
to  Lai  with  th^^  ""  ^^%  isolated  group  and  a  sense  of  inadequacy 
to  deal  with  that  group  for  the  rest  of  society. 

.„^r.r,^^    Americans  we  believe  in  the  constructs  of  independence, 

to  contro!  th^^f  V°"-  "^",'"'  '^'"^^^  reinforces  being  unab!4 
to  control  the  situations  in  life.   Recent  developments  help  the 

benefTts'  of  Th"  '?  ."°"'"'  °'  ^"'^''^  ^^^«^-  B-t%long  wiJh  tSe 
benefits   of   the   intervention,   there   is   a   reliance  on  the 

and  monitoring  of  the  pregnancy  along  with  providing  substance 
abuse  treatment.  She  could  be  placed  in  a  residence  with  her  baby 
Itl  oornn  ^°i.l°^i"g  the  birth  with  an  average  charge  of  about 
$50,000.00.  This  residence  would  continue  the  substance  abuse 
treatment  and  also  provide  personal  support,  parenting  and 
vocational  education.  Another  important  concern  Is  developing  a 
program  that  recognizes  a  woman's  responsibility  for  children  and 
^^!!!Jf^\  sometimes  the  lack  of  support  for  this  role  creates 
contiict  and  the  woman  leaves  treatment. 

Another  psychiatric  disorder  is  Post-Partum  Depression.  Being 
able  to  differentiate  between  this  disorder  and  the  "Blues" 
requires  special  attention.  One  of  the  most  important  issues  with 
this  disorder  is  that  the  woman  is  at  high  risk  to  experience  the 
It'HL  J-  .V^^^^^''  subsequent  births.  This  disorder  can  be 
work^!'?^h''tH  o"o  ^  Provider  who  specializes  in  this  area  needs  to 
work  with  the  OB  and  woman  to  develop  a  safe  and  effective  plan. 
The  revenue  expended  for  treatment  of  this  disorder  can  be  similar 

associated' co.t"'  h'''  ^'^^J^^^  ^^^  -o^ne  differences.  There  Ts  an 
associated  cost  when  you  do  not  have  access  to  a  provider  that 
specializes  in  psychiatric  disorders  during  pregnancy  and  pos?- 
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partum.  The  delay  in  prescribing  the  appropriate  treatment 
increases  both  direct  and  indirect  cost.  The  provider  needs  to 
understand  women's  psychology  and  physiology  in  order  to  assure 
that  the  woman  can  trust  in  the  treatment  regime. 

These  examples  highlight  a  new  way  of  delivering  women's 
mental  health  services.  The  services  that  balance  the 
sociopolitical,  psychological,  and  biological  dimensions  of  the 
woman  can  be  cost  effective  as  well  as  relevant.  These  are 
examples  of  accessing  the  health  care  system  from  the  medical 
aspect  of  care.  Women  have  always  used  less  hospitalizations  and 
more  outpatient  services  for  mental  health  care  which  can  keep 
costs  lower. 

I  have  enclosed  a  copy  of  the  Coalition  for  Fairness  of  Mental 
Health  Costs  fact  sheet  that  provides  additional  information  about 
costs.  The  costs  stated  in  the  report  are  based  on  average  charges 
in  the  Philadelphia  area. 

Thank  you  for  encouraging  me  to  share  my  opinions. 

Sincerely, 


KatTiryfe/M.    Lindsay,    RNC^/msn 


COALITION  FOR  FAIRNESS  IN  MENTAL  ILLNESS  COVERAGE 

MENTAL  ILLNESS  PARITY 

DOMENICI-WELLSTONE  AMENDMENT 

The  Senate  supports  parity. 

•  More  than  iwothirds  of  th^  U.S.  Setian  (68  Sen»t6rs)  woted  Tor  paritr  Ol  treatment  of  mental 
illnesi  on  April  16.  1996.  when  the  Senate  approved  lh«  Domenici-Wallctone  amendment  to  the 
Kasset>aum-K«nr^V  Health  Insurance  Reform  Act  o<  1999. 

The  amendment  would  end  discrimination  in  mental  illness 
coverage. 

•  The  amandmeni  prevents  inturert  from  limiting  coverage  through  higher  eopaymertts,  fewer  vicita, 
or  xhortet  hospital  Stays  simply  because  »n  Individual  ll  treated  tor  mental  illness. 

The  amendment  maintains  insurers'  control  of  benefit  design. 

•  Services  may  be  limited  to  those  that  are  'medically  necessary.* 

e     Plans  are  not  In  any  way  prevented  from  managing  mantel  illness  treatment  servtcte,  from 
requlrir>g  preauthorijation  for  treatment,  or  from  negotiating  discounts  with  providers. 

•  The  amendment  does  nto  require  or  prohibit  any  specific  type  of  service  delivery  system.  AM  n 
eeya  is  that  if  a  plan  eowera  mental  Wnese  treatment  senricai.  it  may  not  impose  arbtlrary  Bmita 
that  differ  from  ftmits  Imposed  on  Other  non-psycMaulc  illnesses. 

Costs  of  Parity  Coverage  of  Mental  illness 

Parity  is  affordable. 

•  Critics— principally  same  business  groups  and  some  insurance  companies  claim  (hat  renuiring 
parity  coverage  of  treatment  of  mental  illi>«»s  win  'break  the  bank'  of  health  insurance  reform. 
These  arc  political  scare  tactics  and  should  be  rejected. 
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•  Th«  N.itional  Advisory  Metitol  Healtit  Council  (NAMMC)  repotted  to  Conorest  ir>  1993  that  parity 
covarage  of  treatment  of  severe  r>v:ntal  Illness     by  definition  the  moat  difficult  mentv'  illnesses  to 
treat  -would  acnially  «av«  the  national  economy— and  (matt  businestot    some  (2.2  bilCon  a  yenr 
in  reduced  »bserrte«lsm.  Incredsad  prodticn'vity,  and  reduced  generoi  health  cftfc  co»t«    The 
NAMHC  found  that  the  direct  cost  of  treating  severe  mental  illness  amounts  to  about  $6.5  billion 
per  year;  the  direct  and  indirect  savings  to  the  nation  from  treating  such  illnesses  amounts  to 
about  $8  7  billion  per  year,  yielding  net  savings  of  i^.2  billion  per  year. 

•  Reports  of  huge  costs  associated  with  the  Oomenici-Wellstono  mental  illness  parity  amendrncnt 
are  inaccurate.   For  example,  some  estimates  assumed  tens  Of  billions  in  costs  becouse  of 
assumed  inclusion  of  Medicare  and  Medicaid.   The  amcndmeitt  does  not  involve  Medicare  and 
Medicaid    Sonte  privato-secior  studies  funded  by  business  groups  opposed  to  parity  report  alleged 
premium  increosns  of  between  1  \  percent  and  20  percet\t  per  year.    Thesn  ere  wrong. 

Real-life  experience  demonstrates  the  feasibility  of  parity. 

•  Objective  actuarial  estimates  of  likely  costs  of  parity  coverage  of  treatment  of  mental  illness 
prepared  by  the  internationally  rocogni/fld  firm  of  (uiilliman  &  Pobcrston  report  the  following 
findings- 

♦  mental  illness  diagnoses  arc  objective  and  consistent 
«      medical  necessity  criteria  can  be  opnrationaly  defined 

♦  mental  illness  treatmeiU  can  be  managed  to  ensure  appropriateness  and  effectiveness 

♦  parity  coverage  of  treatment  will  nof  "break  the  bank;'  to  the  contrary,  costs  era 
definable  and  reasonable 

"      Milliman  &  Robertson  found  that  the  likely  effect  of  parity  coverago  of  ttealivent  for  mental  illlness 
would  ha  to  increase  typical  plan  premium*  by  a  modest  2.6  percent  to  3.9  percent.   This 
estimate  is  borne  out  by  the  U.S.  Congressional  Budget  Office,  which  projected  similar  (i.e.,  A 
percent)  premium  increases  In  its  analysis  of  the  Oomanlci-Wallslnno  amendment.    Of  CBO's 
estimate,  employers  would  bear  the  cost  of  only  1.6  percent  of  premium  increases. 

•  Insurers  and  employers  could  easily  ofiaet  the  modest  prernium  costs  associated  with  parity 
coverage  of  treatment  of  mental  Illness.   For  example,  an  insurance  plan  could  reduce  or  largely 
cover  tlie  cost  of  \i\0  premiu?«  increase  by  increasing  outpatient  visit  and  prescription  drug 
copaytnenfs  by  just  >5.   Or  the  plari  could  impose  a  modest  Increase  in  the  annua'  deductible,  on 
the  order  of  $30  to  $60  per  year  (or  just  $2.50  to  *B  per  month). 

Nondiscriminatory  coverage  provides  more  services  at  reduced 
costs. 

•  Better  coverage  of  mental  illness  treatment  has  yielded  dividends  in  tf^«  private  sector     Fortune 
500  companies  have  reported  an  overall  drop  in  mental  illness  treatment  costs  while  experiencing 
en  overall  increase  in  utili/ation  as  a  result  of  increasing  flexibility  in  coverage  which  deempliasi/nd 
hospit.nliialion. 

•  The  initial  reports  from  the  IWlassachusctts  Medicaid  Mental  Health  project  find  similar  savings 
attributable  to  implementation  of  a  more  comprehensive,  flexible  approach  to  the  provi.<;ion  of 
mental  illness  treatment  services-  5  percent  increase  in  persons  using  services;  22  percent 
reduction  in  overall  expenditures;  end  a  more  comprehensive  array  of  services  offered. 


Benefits  of  Treatment 

As  the  scientific  knowledge  base  of  the  field  has  expanded  at  an  unprecedented  rate,  psychiatric 
research  and  treatment  have  made  a  real  difference  in  millions  of  pcopto's  lives. 

Treatment  saves  lives. 

•      Mafor  dcpresslv*  disorder,  among  the  most  common  of  all  clinical  problems  in  primary  care,  can  be 
treated  siiccessfullv  by  antidepressant  medications  or  psychotherapy  in  65  percent  of  cases    The 
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rate  ol  Trealment  response  increases  to  more  than  80  percent  when  eltemalive  or  adjuticlivQ 
medicntions  are  used  or  psychother.-ipy  is  combined  with  medications  in  accordnnce  with  science- 
basnd  practice  Quidelinas. 

•  Panic  disorder  is  a  mojor  source  of  emergency  room  visits  to  the  physician's  office  or  tha  hoKpit.'tl 
ER.  Positive  response  ratee  of  70  percent-90  percent  are  reported  for  treatment  o'  this  disabling 
disorder  with  antidnprassant  medications. 

Treatment  saves  money. 

•  Health  services  research  h.i<;  demonstrated  that  comprehensive  community-based  mental  health 
services  tor  children  and  adolescents  can  cut  public  hospital  adntisslons  and  lengths  of  stay  and 
rerfitce  average  days  of  detention  by  approximately  40  percent. 

•  Patients  maintained  on  a  regimen  of  lithium  are  28  times  less  likely  to  relapse  than  those  not 
taking  the  medication.   Lithium  a/or>«  has  been  estimated  to  have  saved  the  U.S.  oconomy  mora 
than  $145  billion  since  1970.    This  is  more  than  200  times  the  entire  current  research  budget  for 
the  National  Institute  ol  Mental  Health. 

Research  is  offering  hope. 

•  In  thB  treatment  of  Al/hcimer's  disease,  a  significant  late-life  mental  disorder,  we  are  on  the  verge 
of  tremendous  advancement  in  delaying  onset  and  the  need  for  institutional  care,  which  woiild 
save  thi!  nation  over  $50  billion  annually. 

•  Recent  research  Im.s  expanded  the  array  of  available  treatments  for  bipolar  (manic-depre5?:Ivc) 
disorder  to  prevent  recurrent  episodes  for  75  percent  to  BO  percent  of  iiKlivlduals  suffering  from 
this  condition 

General  Costs  of  Mental  Illness 

It  Is  important  to  understand  that  r»of  treating  mental  illness  is  costing  the  United  Stntes     and 
businesses  — tens  of  billions  of  dollars  every  year  in  the  form  of  increased  general  health  care  costs, 
lost  wages,  reduced  productivity,  and  iiKrensed  jail  and  prison  costs 

We  pay  a  high  price  for  ignoring  mental  illnesses. 

•  Our  nation's  direct  medical  care  costs  and  Indirect  costs  (e.g..  productivity  losses)  from  mental 
illnesses,  alcohol,  and  drug  abuse  totaled  more  than  $313  billion  in  1990.   That  was  mora  than 
cancer  ($104  billion  in  19871.  respiratory  disease  ($99  billion  in  1990).  AIDS  ($66  billion  in  1991). 
or  eoronary  artery  disease  ($43  billion  in  1987). 

•  Severe  mental  disorders  (i.e.,  schizophrenia,  manic  depressive  illness,  and  severe  forms  of 
dcprRKsion.  panic  disorder,  and  obsessive  compulsive  disorder)  affect  2.8  percent  of  the  adult 
population  (or  approximately  5  million  people)  and  account  for  approximately  25  percent  of  all 
fnderal  disability  payments  (SSI  and  SSOI). 

•  Over  30,000  Americans  commit  suicide  each  year.   Suicide  is  the  third  leading  cause  of  death  lor 
ir^dlvlduals  between  the  ages  of  15  and  24  years.  Individuals  over  age  65  account  for  more  than 
25  percent  of  suicidm.   White  males  over  the  age  of  80  have  the  highest  rate  of  suicide  in  the 
U.S.  population. 

Businesses  pay  a  high  price. 

•  T>ie  MiT  Sloat^  School  of  Management  reported  in  1995  that  dlntcal  depression  costs  American 
businesses  $28.8  billion  a  year  in  lost  productivity  and  worker  absenteeism. 

•  Some  18  million  Americans  are  affected  by  depression  on  an  annual  basis  — twice  as  many  as  arc 
affectrd  by  coronary  artery  disea<:e.    A  recent  study  examiniiV)  six  major  medicul  conditions 
including  hypertension,  diabetes,  lung  disn.iscj.  and  arthritis  — found  only  severe  heart  disease  to 
tM  a.^snciatcd  with  more  disability  and  interruption  of  daily  functioniog  than  this  profoundly 
del)i1itating  form  of  mental  illness. 
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.  Why  Parity 

Parity  is  a  matter  of  fairness. 

Clearly,  the  costs  ossoriated  with  mental  illness  parity  coverage  are  decidcly  modest,  on  tl»e  order  of 
pennies  per  anroMee  per  day.    But  a  recitation  of  'dueling  statistics*  obscures  Ihfl  haste  poiiit: 
covetng«  of  treatnrt«f»t  of  rrwntsl  illnpsi  is  the  last  bastion  of  insiirnnce  induSlry  discrimination  in  ttie 
U.S.    P»rity  covernge  of  Irealment  o)  mental  illness  is  simple  equitv.    It  is  the  fight  thing  to  do. 

MENTAL  HEALTH  LEGISLATION 

Senator  Specter.  Ms.  Lindsay,  we  would  appreciate  it  if  you 
would  take  a  look  at  the  recent  legislation  passed  in  the  Senate  on 
Senator  Domenici's  amendment  to  Kassebaum-Kennedy,  which  cov- 
ers mental  health,  an  inclusion  which  was,  heretofore,  thought  to 
be  too  expensive  and  then,  after  it  was  included,  there  have  been 
some  comments,  a  major  story  on  the  front  page  of  the  New  York 
Times  last  week,  that  perhaps  we  can  afford  it  after  all,  with  cost 
containment  of  HMO's.  And  give  us  your  judgment,  after  you  have 
a  chance  to  review  that,  as  to  how  that  would  impact  on  the  kind 
of  expanded  treatment  you  are  talking  about  for  women. 

Dr.  Fitzsimmons,  on  the  prevention  of  osteoporosis,  how  do  we  do 
that?  Is  this  an  issue  where  more  research  is  necessary? 

Dr.  Fitzsimmons.  More  research  and  more  education.  And  I 
think  that  there  are  several  areas  to  attack.  There  are  children, 
adolescents,  trying  to  attain — educating  them  on  attaining  the 
highest  peak  bone  mass  that  one  can  get. 

Senator  Specter.  And  how  is  that  done,  generally? 

Dr.  Fitzsimmons.  It  is  through  activity,  weight-bearing  activity, 
adequate  diet  and  nutritional  supplements,  such  as  calcium.  There 
is  a  certain  population  of  the  adolescents,  those  that  exercise  so 
much  that  they  never  get  or  they  stop  getting  their  menstrual 
cycle,  and  it  puts  them  at  risk.  And  then  there  is  also  the  popu- 
lation of  eating  disorders,  which  are  at  risk. 

These  areas  of  prevention  will  have  a  profound  impact  later  on 
in  life. 

Senator  Specter.  To  what  extent  are  those  educational  subjects 
now  addressed  in  the  school  system? 

Dr.  Fitzsimmons.  There  are  several  studies — several  programs 
that  I  know  of  in  the  Philadelphia  area  that  do  go  into  the  school 
systems.  I  personally  have  not  been  approached. 

I  have  difficulties  in  prevention  with  the  perimenopausal  women. 
Being  a  specialist  in  the  area  of  prevention,  my  services  are  not 
covered  by  most  of  the  insurances  in  Pennsylvania,  and  so  there  is 
a  large  portion  of  women,  perimenopausal  women,  where  preven- 
tion could  be  instituted  that  I  am  not — that  do  not  have  access  to 
my  services. 

Senator  Specter.  Would  you  give  us  a  short  memo  on  what  you 
would  like  to  see  done  by  way  of  coverage  for  your  kind  of  services 
and  what  you  would  like  to  see  done  by  way  of  an  educational  pro- 
gram? 

Dr.  Fitzsimmons.  Certainly. 

Senator  Specter.  Ms.  Mann,  you  and  I  have  talked  about 
planned  parenthood  and  related  subjects,  including  one  on  absti- 
nence, which  covers  legislation  which  I  have  recently  introduced. 
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And  one  of  the  concerns  which  you  have  expressed  to  me  is  about 
the  adequacy  of  funding  for  planned  parenthood.  When  the  House 
Appropriations  Committee  struck  the  funding  for  planned  parent- 
hood, the  Senate  was  all  set  to  ride  to  the  rescue,  but  we  could  not 
get  there  in  time  because  Congressman  Greenwood  and  others, 
Congressman  Fox  and  Congressman  Fattah,  were  already  there  to 
solve  the  problem.  Planned  parenthood  has  funding  of  $197  million 
that  has  been  the  source  of  a  great  deal  of  deserved  attention. 

The  issue  of  abstinence  is  one  which  I  first  noted  many  years  ago 
when  my  colleague  Senator  Denton  left  the  Senate  in  1987,  and  I 
have  sort  of  nurtured  a  very  modest  budget,  some  $8  million,  on 
abstinence.  And  recently  when  I  joined  Senator  Biden  on  a  Presi- 
dential run  a  couple  years  after  he  did,  I  found  the  intensity  of  the 
issue  on  prochoice,  prolife,  abortion — not  that  I  had  not  reaUzed  it, 
and  it  is  still  on  the  front  pages  every  day. 

And  trying  to  bring  people  together  with  the  abstinence  issue, 
you  talk  about  unintended  pregnancies — I  recently  was  at  a  high 
school  in  Pittsburgh,  Carrick  High  School,  where  we  had  2  dozen 
young  men  and  women  talking  about  sex  education  in  a  way  which 
would  not  have  been  possible,  I  think,  under  a  different  umbrella; 
and  in  Lancaster,  where  young  women  are  taking  a  pledge;  and 
looking  for  areas  where  we  can  agree,  abstinence  appears  to  me  to 
be  one;  promoting  adoption  another.  The  President  is  on  the  front 
page  of  the  Times  this  morning  on  the  adoption  issue. 

Why  not  devote  some  resources  to  abstinence,  recognizing  that 
planned  parenthood  is  still  going  to  be  a  preferred  or  protected 
agency? 

Notice  how  I  stopped  in  midsyllable  with  the  red  light.  Go  ahead, 
Ms.  Mann. 

Ms.  Mann.  It  is  a  long,  complicated  question.  First 

Senator  Specter.  Take  as  much  time  as  you  like.  It  is  from  Sen- 
ator Biden. 

Ms.  Mann.  Oh,  God. 

Senator  Biden.  Please  do.  I  would  like  to  hear  the  answer. 

Ms.  Mann.  First,  let  me  make  one  minor  correction,  and  that  is 
that  the  $193  million  for  title  X  goes  to  the  Family  Planning  Pro- 
gram, of  which  planned  parenthood,  at  least  in  this  community,  re- 
ceives some  of  those  dollars.  In  other  words,  not  all  $193  million 
goes  to  one  agency,  which  is  planned  parenthood.  But  in  our  com- 
munity, for  example,  about  30  percent  of  our  dollars  wind  up  in 
planned  parenthood.  We  also  give  money  to — the  city  health  de- 
partment's Family  Planning  Program  that  Dr.  Richman  mentioned 
is  funded  by  title  X,  as  is  all  major  medical  centers  in  Congressman 
Fattah's  district  and  also  Congressman  Fox's  district. 

So  it  is  a  broad-based  program.  Planned  parenthood  is  one  pro- 
vider among  many. 

But  in  response  to  your  question  around  abstinence,  I  think,  as 
I  did  mention  to  you,  I  think  abstinence  is  a  very  important  mes- 
sage to  give  to  teens,  and  I  do  not  think  anybody  disagrees  with 
that.  In  fact,  in  the  program  which  we  have  here  in  southeastern 
Pennsylvania,  which  was  actually  privately  funded,  called  "Preg- 
nancy, It's  Not  For  Me,"  which  we  have  put  into  several  high 
schools  and  middle  schools  here,  the  first  message  is  abstinence. 
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We  also  have  a  program  which  is  partially  supported  by  title  X 
which  is  a  program  of  providing  condoms  in  Philadelphia  high 
schools.  But  the  first  message  of  that  program  is  abstinence.  So  I 
agree  with  you  that  abstinence  is  a  message  that  we  can  all  come 
together  on. 

The  question  is  whether  it  is  abstinence  only  that  is  the  message, 
or  whether  we  say  abstinence  is  the  best  way,  but  if  you  choose  not 
to  be  abstinent  protect  yourself.  In  my  testimony  the  analogy  I  use 
is  one  where  we  talk  to  kids  about  not  drinking  and  driving,  which 
we  all  agree  is  a  very  bad  thing.  But  we  also  give  them  the  mes- 
sage: If  you  do  drink,  get  a  designated  driver.  We  say  "don't  drink" 
to  kids,  and  I  said  that  to  both  of  my  kids,  but  if  you  do  drink  get 
a  designated  driver. 

My  position  on  the  question  of  abstinence  is  that  we  ought  to 
have  abstinence-based  education,  not  abstinence  alone,  because  we 
should  not  abandon  kids  who  choose  not  to  be  abstinent.  As  I  have 
said  in  many  situations,  if  kids  ask  me — 12,  13,  14,  I  do  not  care 
how  old  they  are.  If  teenagers  ask  me  if  I  think  they  should  have 
sex,  my  answer  is  "no." 

But  a  whole  lot  of  kids  are  not  asking  me,  and  even  when  mine 
did  I  am  not — even  my  own  kids 

Senator  Specter.  Do  any  ask  you? 

Ms.  Mann.  Yes;  a  few. 

Judging  from  my  own  children,  even  when  they  asked  me,  I  was 
not  totally  sure  that  they  listened  to  what  I  had  to  say,  because 
anybody  who  has  raised  a  teenager  certainly  always  has  that  con- 
cern about  whether  or  not  your  kids  are  listening  to  what  you  say 
most  of  the  time. 

I  think  the  important  thing  is  that  there  be  a  balance  between 
abstinence,  which  is  absolutely  agreed  upon  the  safest  and  best 
way  for  kids  not  to  get  pregnant,  not  to  get  STD's,  not  to  get  HIV, 
absolutely.  But  kids  are  making  decisions  about  having  sex  and 
they  need  to  be  protected  as  well.  So  what  we  are  looking  for  is  a 
balance,  and  I  do  not  have  any  problem  with  abstinence  and  absti- 
nence education.  As  a  matter  of  fact,  we  do  it  as  much  and  as  fre- 
quently as  we  possibly  can. 

But  we  also  say:  here  is  something  to  protect  you  if  you  are  not 
abstinent. 

Senator  Specter.  Thank  you  very  much. 

Senator  Biden,  we  have  reserved  your  full  time. 

Senator  BiDEN.  Thank  you  very  much,  Mr.  Chairman. 

Dr.  Fitzsimmons,  I  have  a  number  of  questions.  I  have  been  re- 
cently educated  to  the  extent  and  concern  of  osteoporosis  in  women 
by  my  wife,  who  has  been  deeply  involved  in  matters  relating  to 
breast  cancer  in  my  State.  And  I  was  amazed,  quite  frankly,  to  find 
out  what  a  significant  problem  it  was  and  what  a  significant  por- 
tion of  the  problem  can  be  impacted  upon  if  exercise  and  dietary 
habits  of  young  girls  were  different  than  they  are  in  many. 

You  said  one  thing  that  just,  though,  piqued  my  curiosity.  This 
is  not  a  seminal  issue  here,  but  why  are  marathon  runners  more 
prone?  I  am  not  being  facetious.  You  explicitly  mentioned  marathon 
runners.  Is  that  marathon  runners  at  any  age?  Obviously,  there  is 
not  many  marathon  nuiners  who  are  over  65,  but  speak  to  me 
about  that  for  a  moment.  Why  did  you  single  that  out? 
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Dr.  FiTZSlMMONS.  The  population  at  risk  is  anybody  who  men- 
struates, because  that  is  where  the  exercise,  the  over-exercise,  has 
its  effect.  When  you  stop  the  menstruation  cycle,  then  you  deplete 
the  body  of  the  estrogen  source  that  is  necessary  in  maintaining 
bone  mass. 

Senator  BiDEN.  And  marathon  running  has  an  impact  on  the 
menstrual  cycle? 

Dr.  FiTZSiMMONS.  Yes;  it  will  stop  it,  people  who  over-exercise.  It 
also  pertains  to  dancers,  ballet  dancers.  They  are  a  population  who, 
we  call  it,  over-exercising,  that  will  lose  their  menstrual  cycle  and 
be  at  risk  for  osteoporosis. 

Senator  BiDEN.  Now,  Ms.  Lindsay,  you  pointed  out  that  90  per- 
cent of  the  eating  disorders  are  in  women.  I  assume  that  it  is  not 
genetic,  it  is  culturally  based.  I  do  not  know.  Are  there  any  studies? 
Is  my  assumption  correct? 

Ms.  Lindsay.  At  this  point  in  time,  yes,  we  look  at  it  being  cul- 
turally based.  But  as  we  have  talked  about  before,  the  lack  of  re- 
search into  women's  health,  that  we  do  not  know  about  the  genetic 
overlay. 

We  are  also  finding  out  now  that  certain  antidepressants  have 
helped  women  with  eating  disorders,  because  it  is  a  very  difficult 
disease  to  try  and  help  women  deal  with. 

Senator  BiDEN.  I  am  anxious  to  hear  and  read  your  written  testi- 
mony on  Kassebaum-Kennedy.  I  think  one  of  the  best  things  we 
have  done  since  I  have  been  a  U.S.  Senator  in  the  health  care  field, 
if  we  can  sustain  it,  is  including  and  treating  mental  health  in  the 
same  exact  way  as  we  do  any  other  health  problem.  It  is  a  disease 
of  the  mind.  It  is  no  different  in  my  view  whether  you  have  breast 
cancer  or  you  break  a  hip  or  you  have  a  common  cold.  It  is  a  dis- 
ease. 

And  I  will  be  interested  to  hear  your  response  to  that  question, 
because  I  think  it  goes  a  long  way  if  we  can  sustain  the  Domenici 
amendment.  This  is  sort  of  Congress-speak  here,  we  are  talking 
about  these  amendments — what  I  mean  is  including  mental  health 
in  the  reforms  that  we  have  passed. 

Ms.  Mann,  there  is  no  question  that  there  is  a  need  for  balance. 
But  in  my  experience — and  again,  we  draw  our  experiences  from 
different  sectors — I  have  been  deeply  involved  for  15  years  dealing 
with  I  think  just  about  every  expert — that  old  joke,  an  expert  is 
anyone  from  out  of  town  with  a  briefcase — every  well-known  expert 
in  the  country  in  the  area  of  the  drug  field. 

This  is  the  second  drug  epidemic  we  have  had  in  America,  not 
the  first.  A  higher  proportion  of  Americans  were  addicted  to  what 
are  now  controlled  substances  in  1910  than  today.  One  of  the 
things  we  know  from  experience  back  in  the  early  1900's,  is  that 
education  played  a  major  role  in  eliminating  and  eradicating  that 
first  drug  epidemic. 

So  I  am  fighting  constantly,  with  the  help  of  my  colleagues  up 
here,  to  put  in  more  money  for  drug  education.  Which  leads  me  to 
a  field  I  do  not  know  as  much  about,  your  field.  The  truth  is  we 
do  not  spend  any  money  on  abstinence.  You  talk  about  a  balance. 
We  do  not  have  a  balance,  not  even  remotely  a  balance. 

I  am  a  strong  supporter  of  planned  parenthood,  so  I  am  one  of 
the  folks  who  from  your  position  is  viewed  as  the  good  guy.  But  the 
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truth  is  we  do  not  spend  any  money  on  abstinence.  Drug  education 
works,  education  relating  to  teaching  children  not  to  smoke  works, 
teaching  kids  to  latch  up  their  seatbelts  works. 

I  think  the  diminished  moral  component  here,  that  somehow  it 
is  wrong  to  engage  in  sex  before  one  is  married,  is  something  that, 
quite  frankly,  is  missing  in  society. 

My  daughter  has  pictures  of  Christie  Brinkley  on  her  wall.  My 
wife  and  I  watch  what  she  eats.  She  is  14  years  old.  So  far,  no  evi- 
dence of  any  eating  disorder.  But  so  many  kids  we  know  who  do 
have  eating  disorders  look  at  these  overly  skinny  models.  The  same 
message  comes  across  in  our  entire  culture  about  sex.  As  a  society, 
there  is  no  longer  any  moral  disapprobation  for  engaging  in  sex  as 
a  teenager. 

I  do  not  suggest  we  should  in  any  way  diminish  what  we  do  with 
regard  to  funding  planned  parenthood  or  funding  programs  with 
regard  to  contraception.  But  I  do  not  see  any  balance,  none  at  all, 
that  comes  from  the  Government. 

I  hear  my  right-wing  friends  talking  as  if  somehow  people  do  not 
get  a  sexual  urge  until  they  are  25,  and  these  are  usually  people 
who  have  been  divorced  2  or  3  times,  have  illicit  affairs  themselves. 
I  find  it  fascinating,  all  these  people  preaching  to  me  about  moral- 
ity who  never  go  to  Mass,  never  go  to  synagogue,  never  go  to 
church,  been  married  two  or  three  times,  and  telling  me  about  mo- 
raUty. 

But  the  truth  of  the  matter  is  half  their  message  is  right.  We  do 
not  talk  about  abstinence.  Tell  me  where  in  our  lexicon  of  Govern- 
ment endeavors  do  we  deal  with  abstinence? 

Ms.  Mann.  Well,  let  me  back  up  1  second. 

Senator  Specter.  You  can  take  the  balance  of  Senator  Biden's 
time  on  this,  Ms.  Mann. 

Ms.  Mann.  Oh,  thanks  a  lot.  I  see  the  fancy  red  light  on. 

First,  it  would  be  very  important  in  my  judgment  before  we  in- 
vest significant  dollars  in  abstinence  education  to  evaluate  whether 
or  not  the  programs  we  do  have  now,  which  exist  in  various  ways 
across  the  country — and  I  will  give  you  some  examples — work.  We 
have  not  evaluated  abstinence-based  and  abstinence-only  education 
among  kids  at  all. 

Senator  BiDEN.  Contraception  has  not  worked  either.  My  wife 
works  in  the  school  system.  All  these  kids  know  about  contracep- 
tion. They  know  it  and  it  is  avEiilable,  and  they  do  not  use  it.  How 
do  you  deal  with  that? 

Ms.  Mann.  Well,  let  me  suggest  to  you.  Senator,  that  at  least  in 
this  city  approximately  20  or  25,000  teenagers  are  using  contracep- 
tives in  our  clinics.  But  I  will  also  tell  you  that  I  have  not  been 
able  to  open  a  new  clinic,  in  fact  two  of  our  school-based  high 
school  clinics  have  just  closed  in  the  city  of  Philadelphia,  that  in 
fact,  although  we  have  $193  million  for  the  title  X  family  planning 
program,  we  have  not  come  close  to  investing  in  services  what  we 
should. 

So  I  think  that  it  is  important  to  understand  that  there  is  a  de- 
mand out  there  that  we  are  not  meeting. 

But  let  me  back  up  and  say  I  think  that  where  we  would  be  with- 
out contraceptives,  where  we  would  be  without  providing  family 
planning  services  to  teenagers,  I  do  not  even  want  to  thinSt  about. 
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But  the  reality  is  there  are  two  things  going  on  that  are  driving 
the  problem. 

One  is  that  kids  are  engaging  in  sexual  intercourse  at  younger 
and  younger  ages.  They  have  a  culture  in  the  media  that  uses  sex- 
uality to  sell  everjrthing,  whether  it  is  sneakers  or  whatever  it  is. 
We  have  got  to  get  some  responsibility  on  the  part  of  the  culture 
deliverers  in  our  society. 

There  is  not,  for  example — no  one  ever  gets  an  STD  on  a  soap 
opera  or  in  the  movies  or  in  song. 

Senator  Specter.  Ms.  Mann,  I  do  not  want  to  abbreviate  this 
very  important  discussion,  but  we  are  going  to  have  to  conclude  by 
noon  and  we  have  another  panel,  and  Congressman  Fattsih  has  to 
leave  imminently.  So  to  the  extent  that  you  could 

Senator  BiDEN.  I  will  take  it  up  with  you  later.  I  apologize. 

Senator  Specter.  No,  no;  go  ahead,  summarize  and  complete,  if 
you  would.  We  have  raised  the  subject  and  I  regret  asking  you  to 
summarize,  but  I  am  compelled  to  do  so. 

Ms.  Mann.  That  is  fine. 

What  I  believe  is  that  we  should  invest  and  support  more  absti- 
nence-based education,  not  abstinence-only,  because  if  you  speak 
only  about  abstinence  you  are  going  to  turn  off  a  whole  lot  of  kids 
who  are  not  going  to  listen  to  that.  So  to  me,  I  have  no  problem 
with  investing  in  greater  and  greater  programs  around  abstinence 
if  we  evaluate  them,  if  we  are  sure  that  they  are  working,  because 
there  are  many  that  are  in  existence  currently  in  this  country. 

Senator  Specter.  Thank  you  very  much,  Ms.  Mann. 

Congressman  Fattah  has  other  commitments  and  Congressman 
Fox  has  generously  yielded  to  Congressman  Fattah. 

Mr.  Fattah.  Thank  you  very  much,  Congressman  Fox. 

Let  me  just  say  quickly,  because  I  know  we  are  running  out  of 
time,  let  me  just  quickly,  even  though  I  appreciate  everyone's  com- 
ments on  the  panel,  let  me  ask  Dorothy  Mann  one  quick  question 
on  this  whole  issue  of  teenage  pregnancy  that  I  think  has  been  at 
least  not  talked  about  here  today  and  it  has  not  been  talked  about 
a  great  deal,  which  is  that  the  latest  studies  show  that  among  teen- 
agers that  are  becoming  pregnant  that  the  majority  of  them,  the 
vast  majority  of  them,  are  being  impregnated  by  adults. 

Ms.  Mann.  Older  men. 

Mr.  Fattah.  Older  men,  men  who  are  beyond  the  age  of  major- 
ity. So  that  part  of  this  discussion,  at  least  at  the  national  level, 
even  though  there  is  not  a  lot  of  talk  about  it,  but  no  one  has  been 
wilhng  to  approach  this  part  of  the  issue,  which  is  that  what  you 
have  is  not  just  teenagers  who  have  not  listened  to  the  abstinence 
messages  of  their  parents  or  their  church,  it  is  not  that  they  are 
not  getting  some  messages,  but  they  are  also  being  persuaded  by 
people  who  have  more  years  of  maturity  to  act  in  ways  that  are  ill 
advised. 

So  I  would  be  interested  in  your  comments  on  those  latest  num- 
bers and  that  whole  part  of  this  problem  in  terms  of  what  we  ought 
to  be  looking  at. 

Ms.  Mann.  Congressman,  I  am  glad  you  raised  it.  It  is  a  very  sig- 
nificant problem.  First  of  all,  I  think  we  should  also  note  for  the 
record  that  the  rate  of  teenage  pregnancy  in  this  country  is  declin- 
ing, has  been  on  the  decline  since  1990.  So  we  are  doing  something 
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right.  I  happen  to  think  it  is  the  fear  of  AIDS  and  the  distribution 
of  condoms  and  other  messages  we  have  been  giving  out.  That  is 
my  own  speculation.  There  has  not  been  a  whole  lot  of  research  on 
it. 

In  Philadelphia  we  took  a  look  at  some  very  interesting  data  in 
response  to  a  CDC-funded  program  that  is  in  existence  because  of 
Senator  Specter's  support,  on  teen  pregnancy  prevention.  And  we 
estimate  that  40  percent  of  the  pregnancies  among  teens  in  the  city 
of  Philadelphia  are  the  result  of  intercourse  between  young  women 
and  men  who  are  at  least  3  to  5  years  older  than  they  are. 

So  the  question  is  is  it  statutory  rape?  Should  we  be  enforcing 
the  laws  that  exist  in  this  country  around  statutory  rape  in  a  more 
aggressive  fashion?  Some  people  have  suggested  that  that  is  cer- 
tainly one  part  of  the  problem — one  part  of  the  solution. 

The  other  reason — the  underlying  notion  here — we  have  not  done 
a  lot  of  research  on  why  this  is  happening,  but  that  older  men  are 
attracted  to  younger  women,  particularly  virgins,  to  prevent  them 
from  getting  AIDS  or  HIV  disease,  that  if  you  have  sex  with  a 
younger  woman  that  the  chances  of  your  getting  a  sexually  trans- 
mitted disease  are  less  because  she  is  less  experienced,  and  that 
that  is  completely — so  that  we  have  got  a  lot  more  work  to  do  with 
men  and  the  issues  around  prevention  that  they  deal  with,  as  well 
as  the  fact  that  younger  women,  particularly  low-income  minority 
women,  do  not  see  much  hope  in  their  lives  and  they  are  very  at- 
tracted to  an  older  man  who  can  give  them  things  that  they  do  not 
have,  and  that  this  is  a  very  appealing  thing  to  do  among  their 
peers. 

It  is  a  very  difficult  problem  and  we  do  not  know  very  much 
about  it,  from  the  point  of  view  of  the  young  women,  why  they  are 
doing  it. 

Mr.  Fattah.  Let  me  just  say  that  I  appreciate  your  comments 
and  I  do  think  it  is  an  important  part  of  this  issue  about  what  mes- 
sages we  ought  to  be  sending  to  these  men.  We  spend  a  lot  of  time 
talking  about  the  young  women,  but  to  what  degree  we  might  want 
to  approach  this  from  a  different  vantage  point. 

The  other  thing  is  that  there  have  been  a  number  of  studies  that 
show  that  young  women,  whether  sexually  active  or  not,  do  not  get 
pregnant  when  they  are  focused  in  on  a  career  path  as  teenagers. 

Ms.  Mann.  Correct. 

Mr.  Fattah.  So  that  there  is  this  whole  issue  of  kind  of  walking 
aimlessly  and  going  somewhere  that  seems  to  have  a  connection  to 
whether  or  not  there  are  teenage  pregnancies  that  occur.  And  I 
think  that  your  organization  has  done  or  has  looked  at  this  issue 
to  some  degree,  and  I  think  that  your  comments  on  that  could  be 
useful  to  the  panel. 

Senator  SPECTER.  Thank  you  very  much.  Congressman  Fattah. 
Thank  you  very,  very  much  for  joining  us. 

Mr.  Fattah.  Thank  you. 

Senator  SPECTER.  Congressman  Fox. 

Mr.  Fox.  Thank  you,  Mr.  Chairman. 

Let  me  start  with  Dr.  Fitzsimmons  if  I  may.  I  appreciate  your 
testimony  with  regard  to  osteoporosis  and  what  can  be  done  to  as- 
sist in  that  area  of  endeavor.  I  think  your  outline  is  very  well  done 
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with  regard  to  effective  prevention  strategies,  including  exercise, 
calcium,  estrogen,  and  the  other  items  listed. 

I  was  wondering,  did  you  say  one  of  the  problems  was  that  insur- 
ance does  not  cover  for  those  items? 

Dr.  FiTZSiMMONS.  There  is  several  issues.  They  do  cover  for  peo- 
ple who  have  established  osteoporosis,  and  by  definition  with  a  lot 
of  the  health  insurance  companies  that  is  somebody  who  has  al- 
ready fractured. 

Mr.  Fox.  But  not  for  those  who  have  not,  who  want  to  prevent 
it? 

Dr.  FiTZSlMMONS.  Yes;  I  am  at  Graduate  Hospital  and  we  have — 
we  are  developing  a  critical  pathway  for  osteoporosis  within  that 
hospital.  Although  I  am  one  of  the  creators  of  this  critical  pathway, 
I  have  been  blocked  insurance-wise  from  seeing  the  majority  of  the 
women  that  come  through  there. 

Mr.  Fox.  Do  you  also  need  FDA  reform  to  speed  up  the  drugs 
which  could  actually  prevent  osteoporosis  or  deal  with  it  better? 

Dr.  FiTZSlMMONS.  FDA  reforms,  including  phase  4  clinical  trials? 

Mr.  Fox.  Yes. 

Dr.  FiTZSlMMONS.  That  would  be  helpful.  There  are  some  drugs 
out  there  that  still  are  waiting  because  of  the  length  of  the  phase 
4  clinical  trials. 

Mr.  Fox.  What  are  your  treatment  strategies  for  osteoporosis  at 
this  point? 

Dr.  FiTZSlMMONS.  Being  a  specialist  in  the  area  of  physical  medi- 
cine and  rehabilitation,  my  specialty  comes  in  with  recommending 
to  women  which  exercises  are  helpful.  Sitting  on,  being  chair  of  the 
National  Osteoporosis  Foundation's  Committee  on  Physical  Ther- 
apy, there  is  a  huge  amount  of  research  that  needs  to  be  done  to 
show  the  cost  effectiveness  of  the  therapies  that  we  do  and  that, 
yes,  alone  they  make  a  difference. 

And  funding  outside  of  industry  is  really  what  is  needed,  because 
that  is  not  something  that  someone  is  going  to  get  money  back 
from  supporting. 

Mr.  Fox.  Hopefully,  increased  funding  from  Congress  will  make 
a  difference  in  this  area,  which  you  well  highlighted. 

I  want  to  go  on  to  Ms.  Mann  and  ask  a  question  as  a  foUowup 
to  our  abstinence  discussion.  I  find  that  one  of  the  problems  with 
dealing  with  youth  is  that  they  feel  that  they  will  never  get  in  trou- 
ble or  they  will  never  get  harmed.  We  as  adults  hear  about  STD's 
and  AIDS  and  say,  well,  we  certainly  need  to  take  precautions,  and 
I  know  that  with  youth  we  tell  them  about  how  they  are  going  to 
get  a  problem  and  they  say:  Well,  that  is  going  to  happen  to  some- 
one else. 

I  just  wondered  if  from  your  public  education  strategies  you  have 
recommendations  for  this  Senate  panel  on  what  c£in  be  done? 

Ms.  Mann.  Actually,  yes;  I  think  we  have  to  walk  a  fine  line, 
Congressman,  between.  As  Senator  Biden  pointed  out,  sex  is  a  nor- 
mal, natural,  healthy  drive  in  humans,  and  so  we  have  to  walk  a 
fine  line  between  describing  the  consequences  of  unprotected  sex 
without  making  kids  afraid  of  this  natural,  normal  drive  and  how 
to  deal  with  it.  It  is  a  very  fine  line  to  walk. 

But  it  seems  to  me  that  one  of  the  things  that  we  have  proven 
to  be  most  effective  is  dealing  with  the  consequences  of  unprotected 
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sex  in  dealing  with  kids.  And  let  me  give  you  two  examples.  One 
is  the  whole  idea,  which  has  been  used  very  effectively,  I  think,  of 
bringing  into  high  schools  people  with  HIV  disease  and  AIDS  to 
talk  with  the  students. 

That  is  as  good  as  what  Senator  Specter  was  talking  about, 
which  we  have  done  here  in  Philadelphia,  where  we  will  have  an 
assembly  for  the  kids  and  teenage  parents  come  in  and  talk  to 
them  about  what  it  is  like  to  be  a  teenage  parent,  what  it  is  like 
to  have  a  baby  when  you  are  16,  and  what  that  means  for  their 
lives  and  their  social  lives.  That  seems  to  be  one  of  the  most  effec- 
tive ways  of  getting  kids  to  at  least  think  about  the  fact  that  there 
are  consequences.  That  is  one. 

And  two,  the  media.  There  are  no  consequences  for  the  glories  of 
sex  as  portrayed  in  the  media,  except  now  with  HIV.  That  has  been 
one,  but  none  of  the  others.  Let  us  be  real  clear,  cervical  cancer  is 
an  STD.  Most  people  do  not  know  that,  it  is  preventable.  There  are 
all  kinds  of  sexually  transmitted  disease,  chlamydia,  that  cause  in- 
fertility. Kids  do  not  understand  that  or  know  that. 

We  have  done  a  very  bad  job,  I  think,  in  describing  the  con- 
sequences, but  in  part  because  we  are  concerned  about  not  making 
sex  ugly,  dirty,  a  disease,  when  it  is  as  normal  and  natural  as  it 
is. 

Mr.  Fox.  Thank  you  very  much. 

Senator  Specter.  Thank  you  very  much.  Congressman  Fox. 

Again,  there  is  so  much  more  we  could  talk  about,  but  we  have 
another  panel  and  we  have  a  12  o'clock  deadline.  Thank  you.  Dr. 
Fitzsimmons.  Thank  you,  Ms.  Mann.  Thank  you,  Ms.  Lindsay. 

Senator  Biden.  Thank  you. 

STATEMENT  OF  CYNTHIA  M.  BOEHMER,  DIRECTOR,  PEOPLE'S  PLACE, 
MILFORD,  DE 

Senator  Specter.  We  look  forward  to  some  supplements. 

We  turn  now  to  a  panel  which  we  thank  Senator  Biden  for  help- 
ing us  arrange.  We  have  Dr.  Cynthia  Boehmer,  director  of  People's 
Place  of  Milford,  DE.  Ms.  Boehmer  organized  the  first  rape  crisis 
hotline  serving  downstate  Delaware.  She  has  been  at  this  since  the 
1970's. 

Ms.  Nancy  Durborow,  Pennsylvania  Coalition  Against  Domestic 
Violence  in  Harrisburg.  And  we  have  Ms.  Mariljm  Levan,  who  will 
be  accompanied  by — just  Ms.  Marilyn  Levan,  a  little  change  in 
plans  there.  Her  sister  was  killed  by  her  abuser  under  a  really  very 
startling  circumstance,  which  we  will  hear  about. 

Let  us  begin,  Ms.  Boehmer,  with  you.  Thank  you  very  much  for 
joining  us,  and  the  floor  is  yours. 

Ms.  Boehmer.  Thank  you.  Senator.  I  would  like  to  just  clarify 
something.  I  am  not  a  doctor,  although  it  would  be  nice  if  I  were. 
Thank  you  for  introducing  me  as  such.  It  felt  good  for  a  brief  mo- 
ment. 

I  am  pleased  to  have  been  asked  to  participate  in  this  special 
hearing  of  the  Subcommittee  on  Labor,  Health  and  Human  Serv- 
ices, and  Education  Appropriations  to  set  priorities  on  women's 
health  needs  and  be  a  part  of  the  discussion  on  funding  for  wom- 
en's health  programs. 
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Not  too  long  ago  the  topic  of  family  violence  would  never  have 
been  considered  a  health  problem.  Violence  in  the  home  was  con- 
sidered a  private  matter.  These  women  might  receive  counseling 
from  family  service  agencies,  medication  and  clinical  treatment  for 
depression  from  psychiatric  clinics,  and  hospital  emergency  room 
treatment  without  either  the  patient  or  the  staff  of  these  institu- 
tions speaking  openly  about  the  battering. 

Since  the  mid-1970's,  through  grassroots  efforts,  women  began  to 
challenge  the  notion  that  family  violence  is  nobodj^s  business. 
Today  that  family  secret  is  now  openly  discussed  and  policymakers 
are  recognizing  that  violence  in  our  communities  begins  with  vio- 
lence in  our  homes.  The  serious  cost  to  our  communities  includes 
the  high  cost  of  health  care  as  a  result  of  battering. 

During  the  peak  of  the  health  care  debate  in  1993,  the  adminis- 
trator from  Temple  University  Hospital  in  an  interview  told  a  re- 
porter that  health  care  costs  for  emergency  room  services  will  not 
decrease  unless  we  tackle  two  social  issues:  drug  and  alcohol  abuse; 
and  family  violence. 

Estimates  based  on  the  national  crime  survey  provide  that  family 
violence  accounts  for  21,000  hospitalizations,  99,800  days  of  hos- 
pitalization, and  39,900  visits  to  physicians  each  year.  Fewer  than 
5  percent  of  injured  women  are  correctly  diagnosed  by  medical  per- 
sonnel as  being  victims  of  family  violence. 

A  team  of  researchers  at  Yale  University  studied  the  presenting 
event  and  previous  medical  histories  of  481  women  who  sought  aid 
for  injuries  at  the  emergency  room  of  the  university's  medical  cen- 
ter during  a  1-month  period.  They  found  that,  where  emergency 
room  physicians  identified  1  out  of  35  patients  as  battered,  a  more 
accurate  approximation  was  1  in  4.  Where  physicians  acknowl- 
edged that  1  injury  out  of  20  resulted  from  family  violence,  the  ac- 
tual figure  approached  1  in  4. 

In  this  study,  nearly  one  in  four  battered  women  received  minor 
tranquilizers.  Battered  women  are  more  likely  than  nonabused 
women  to  have  chronic  pain  and  depression,  problems  with  drugs 
and  alcohol,  and  are  more  likely  to  attempt  suicide.  Battering  ac- 
counts for  25  percent  of  female  suicide  attempts. 

According  to  the  American  College  of  Obstetricians  and  Gyne- 
cologists, abused  women  have  more  gastro  intestinal  [GI]  illness, 
pelvic  pain,  and  lifetime  surgery  than  nonabused  women.  In  a  1986 
report  commissioned  by  the  March  of  Dimes,  the  research  indicated 
that  25  to  45  percent  of  all  women  who  are  battered  are  battered 
during  pregnancy,  resulting  in  increased  rates  of  miscarriage,  still- 
births, and  low-birth  weight  babies. 

On  Wednesday,  May  1,  I  received  a  call  from  a  school  nurse.  She 
told  me  that  a  parent  had  just  told  her  that  she  was  being  abused 
by  her  husband.  This  parent  had  been  called  in  because  several 
teachers  were  troubled  by  her  child's  bruises.  The  parent  reported 
that  she  was  terrified  to  do  anything  because  her  husband  had 
threatened  that  if  she  told  anyone  about  him  abusing  the  child,  her 
child  or  her,  he  would  kill  them  both. 

Tragically,  when  battered  women  are  killed  by  their  abusers  it 
frequently  occurs  after  they  have  been  separated  from  them  or 
taken  other  action  to  end  the  relationship. 
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The  Federal  Bureau  of  Investigation  indicates  that  30  percent  of 
female  homicide  victims  are  killed  by  their  husbands  or  boyfriends. 
This  translates  into  the  death  of  four  women  per  day  at  the  hands 
of  male  partners.  In  1995  12  women  were  murdered  in  Delaware, 
10  had  been  killed  by  their  partner  or  expartner.  All  were  sepa- 
rated at  the  time  of  their  murders. 

Most  of  this  testimony  focused  on  national  research  and  statis- 
tics, so  now  I  would  like  to  share  with  you  a  little  bit  of  what  we 
saw  in  Delaware.  There  are  two  battered  women  shelters  serving 
a  population  of  717,279.  These  two  shelters  also  have  the  only  two 
emergency  24-hour  hotlines;  3,136  hotline  calls  were  taken  last 
year.  Shelter-base  services  were  provided  to  309  women  and  380 
children. 

One  of  the  best  services  our  program  offers  to  battered  women 
is  our  transitional  housing  component.  Those  women  who  have  cho- 
sen to  make  a  new  life  free  from  violence  and  are  willing  to  con- 
tinue their  education  may  enter  our  congregate  living  facility  or 
one  of  our  two  apartments  for  5  months.  While  in  this  enhanced 
program,  they  continue  counseling,  participate  in  the  parenting 
program,  and  work  with  their  case  manager  on  money  manage- 
ment. 

The  funds  to  allow  us  to  provide  transitional  housing  services 
comes  from  the  Family  Violence  Prevention  Act  through  the  De- 
partment of  Health  and  Social  Services.  Thank  you  for  your  past 
support. 

Also,  as  a  result  of  Senator  Biden's  Violence  Against  Women  Act, 
with  strong  bipartisan  support  Delaware  was  able  to  increase  serv- 
ices to  battered  women.  We  now  have  a  hospital-based  treatment 
program  and  new  case  management  services,  including  bilingual 
staff,  and  a  court  advocacy  program. 

PREPARED  STATEMENT 

As  you  consider  the  funding  for  family  violence  services,  please 
do  not  eliminate  these  resources.  If  you  believe,  as  I  do,  that  a 
child's  first  sense  of  community,  the  family,  should  be  safe  from 
harm,  then  help  us  continue  our  work  to  end  the  vicious  cycle  of 
family  violence. 

Thank  you. 

Senator  Specter.  Thank  you  very  much,  Ms.  Boehmer. 

[The  statement  follows:! 
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STATEMENT  OF  CYNTHIA  M.  BOEHMER 

I  am  pleased  to  have  been  asked  to  participate  in  this  special 
hearing  of  the  Subconunittee  on  Labor,  Health  and  Human  Services 
aa\d   Education  Appropriations  to  set  priorities  on  Women's  health 
needs  and  to  be  part  of  the  discussion  on  funding  for  women's 
health  programs. 

Not  too  long  ago  the  topic  of  family  violence  would  have  never 
been  considered  a  health  problem.   Violence  in  the  home  was 
considered  a  private  matter.   Abused  women  might  receive 
counseling  from  family  services  agencies,  medication  and  clinical 
treatment  for  depression  from  psychiatric  clinics,  and,   hospital 
emergency  room  treatment  without  either  the  patient  or  staff  at 
these  Institutions  speaking  openly  about  the  battering. 

Since  the  Mid  '70'8,  through  grassroots  efforts,  women  began  to 
challenge  the  notion  that  family  violence  is  "nobody's  business." 
Today,  that  family  secret  in  now  openly  discussed  and  policy 
makers  are  recognizing  that  violence  in  our  communities  begins 
with  violence  in  our  homes.   The  serious  costs  to  our  commiinities 
includes  the  high  cost  of  health  care  as  a  result  of  battering. 
During  the  peak  of  the  health  care  debate  in  1993,  the 
administrator  from  Temple  University  Hospital,  in  an  interview, 
told  the  reporter  that  health  care  costs  for  emergency  room 
services  will  not  decrease  unless  we  tackle  two  social  issues: 
drug  and  alcohol  abuse  and  family  violence. 

Estimates  based  on  the  National  Crime  Survey  provide  that  family 
violence  accounts  for  21,000  hospitalizations,  99,800  days  of 
hospitalization,  and  39,900  visits  to  a  physician  each  year. 
Fewer  than  5  percent  of  injured  women  are  correctly  diagnosed  by 
medical  personnel  as  being  victims  of  family  violence. 

A  tecim  of  researchers  at  Yale  University  studied  the  presenting 
event  2md  previous  medical  histories  of  481  women  who  sought  aid 
for  injuries  at  the  emergency  room  of  the  University's  medical 
center  during  a  one  month  period.   They  found  that  where 
emergency  room  physicians  identified  1  out  of  35  patients  as 
battered,  a  more  accurate  approximation  was  1  in  4.   Where 
physicians  acknowledged  that  1  injury  out  of  20  resulted  from 
family  violence,  the  actual  figure  approached  1  in  4 .   In  this 
study,  nearly  1  in  4  battered  women  received  minor  tranquilizers. 

Battered  women  are  more  likely  than  nonabused  women  to  have 
chronic  pain  and  depression,  problems  with  drugs  and  alcohol,  and 
are  more  likely  to  attempt  suicide.   (Battering  accounts  for  25% 
of  female  suicide  attempts). 

According  to  the  American  College  of  Obstetricians  and 
Gynecologist  abused  women  have  more  Gl  illness,  pelvic  pain  and 
lifetime  surgery  than  nonabused  women. 

In  a  1986  report  commissioned  by  the  March  of  Dimes,  the  research 
Indicated  that  25-45  percent  of  all  women  who  are  battered  are 
battered  during  pregnancy  resulting  in  increased  rates  of 
miscarriage,  stillbirths,  and  low-birthweight  babies. 

On  Wednesday,  May  1,  1996,  I  received  a  call  from  a  school  nurse. 
She  told  me  that  a  parent  had  just  told  her  that  she  was  being 
abused  by  her  husband.   This  parent  had  been  called  in  because 
several  teachers  were  troubled  by  her  child's  bruises.   The 
parent  reported  that  she  was  terrified  to  do  anything  because  her 
husband  had  threatened  that  if  she  told  anyone  about  abusing  him 
her  son  or  her,  he  would  kill  them  both.   Tragically,  when 
battered  women  are  killed  by  their  abusers,  it  frequently  occurs 
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after  they  have  been  separated  from  them  or  taken  other  action  to 
end  the  relationship. 

The  Federal  Bureau  of  Investigation  indicates  that  30%  of  female 
homicide  victims  are  killed  by  their  husbands  or  boyfriends. 
This  translates  into  the  death  of  four  women  per  day  at  the  hands 
of  male  partners.   In  1995,   12   women  were  murdered  in  Delaware. 
10  had  been  killed  by  their  partner  or  ex-partner. 
All  were  separated  at  the  time  of   their  murders. 

Most  of  this  testimony  focused  on  national  statistics.   So  now 
I'd  like  to  share  with  you  what  Delaware  saw  in  1995. 

There  are  two  battered  women's  shelters  serving  a  population  of 
717,279.   These  two  shelters  also  have  the  only  two  emergency  24 
hr  hotlines.   Three  thousand  one  hundred  thirty-six  hotline  calls 
were  taken  last  year.   Shelter  based  services  were  provided  to 
309  women  and  380  children. 

One  of  the  best  services  our  program  offers  to  battered  women  is 
our  transitional  housing  component.   Those  women  who  have  chosen 
to  make  a  new  life  free  from  violence  and  are  willing  to  continue 
their  education,  may  enter  our  congregate  living  facility  or  one 
of  our  two  apartments  for  five  months.   While  in  this  enhanced 
program  they  continue  counseling,  participate  in  a  parenting 
program,  and  work  with  their  case  manager  on  money  management. 
The  funds  to  allow  us  to  provide  transitional  services  comes  from 
the  Family  Violence  Prevention  Act  through  the  Department  of 
Health  and  Human  Services.   Thank  you  for  your  past  support. 

As  a  result  of  Senator  Biden's  Violence  Against  Women  Act, 
with  strong  bi-partisan  support,  Delaware  was  able  to  increase 
services  to  battered  women.   We  now  have  a  hospital  based 
treatment  program,  new  case  management  services,  (including  bi- 
lingual staff),  and  a  court  advocacy  program. 

As  you  consider  the  funding  for  family  violence  services, 
please  do  not  eliminate  these  resources.   If  you  believe  as  I  do 
that  a  childs  first  sense  of  community,  the  family,  should  be 
safe  from  harm,  then  help  us  continue  our  work  to  end  the  vicious 
cycle  of  family  violence. 

Thank  you. 

STATEMENT  OF  NANCY  DURBOROW,  HEALTH  PROJECTS  COORDINA- 
TOR, PENNSYLVANIA  COALITION  AGAINST  DOMESTIC  VIOLENCE, 
HARRISBURG,  PA 

Senator  Specter.  Ms.  Durborow,  the  floor  is  yours.  Thank  you. 

Ms.  Durborow.  Good  morning,  Senator  Specter  and  Senator 
Biden,  Representative  Fox.  Thank  you  for  inviting  me  to  be  here 
today. 

My  name  is  Nancy  Durborow  and  I  am  the  health  projects  coor- 
dinator for  the  Pennsylvania  Coalition  Against  Domestic  Violence. 
The  Pennsylvania  Coalition  is  a  national  leader  in  the  movement 
to  end  domestic  violence  and  we  will  celebrate  our  20th  anniver- 
sary this  year.  We  were  founded  in  1976  as  the  first  statewide  do- 
mestic violence  coalition  in  the  country. 

We  are  a  statewide  membership  organization  of  63  domestic  vio- 
lence counseling  centers,  providing  life-saving  services  to  victims  of 
domestic  violence  and  their  children.  We  are  also  very  proud  that 
in  1993  the  PCADV  was  chosen  by  the  U.S.  Department  of  Health 
and  Human  Services  to  become  the  first  national  resource  center 
on  domestic  violence. 
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As  you  are  aware,  domestic  violence  systematically  shatters  lives, 
destroys  families,  and  devastates  communities.  Without  appro- 
priate intervention,  domestic  violence  increases  in  severity  and  fre- 
quency and  has  a  long-term  impact  on  the  health  and  lives  of  vic- 
tims of  domestic  violence.  It  is  a  major  risk  factor  for  homelessness, 
child  abuse,  crime  and  delinquency,  drug  and  alcohol  abuse,  mental 
illness,  teen  pregnancy,  and  rape.  It  is  a  public  health  issue  of  epi- 
demic proportions. 

In  1  year  alone,  we  estimate  that  more  than  one-half  million 
Pennsylvania  residents  will  be  assaulted  and  many  will  die  at  the 
hands  of  someone  they  know  and  love,  in  a  place  where  they  should 
be  safe  and  secure,  in  their  own  homes.  Domestic  violence  fills  our 
shelters  with  survivors.  Last  year  our  network  of  programs  pro- 
vided services  for  108,000  victims  of  domestic  violence  and  their 
children,  including  over  13,000  who  sought  refuge  in  our  shelters. 
Our  hotlines  in  Pennsylvania  fielded  over  200,000  calls  from  indi- 
viduals in  crisis. 

The  purpose  of  the  hearing  today  is  to  address  domestic  violence 
as  a  health  care  issue.  As  you  have  heard,  the  reality  is  domestic 
violence  packs  our  health  care  facilities.  According  to  a  1995  survey 
by  John  Hopkins  School  of  Medicine,  1  in  3  women  seeking  emer- 
gency department  services  is  a  victim  of  abuse.  Other  studies  have 
shown  that  up  to  50  percent  of  women  presenting  in  the  emergency 
department  are  identified  as  having  injuries  caused  by  battering. 

Domestic  violence  also  fills  our  morgues  with  victims.  For  the 
past  6  years,  we  have  been  tracking  domestic  violence  deaths  as  re- 
ported in  newspapers  throughout  the  Commonwealth  of  Pennsylva- 
nia. As  is  the  case  nationally,  our  homicides  continue  to  reveal  that 
the  majority  of  victims  are  female,  killed  by  their  male  partners. 
During  1995  we  documented  85  domestic  violence  homicides  in 
Pennsylvania. 

The  human  costs  are  very  high.  So  is  the  cost  to  the  health  care 
industry.  The  Pennsylvania  Blue  Shield  Institute  estimates  that 
the  total  annual  medical  cost  of  violence  in  Pennsylvania  alone  is 
$326  million,  more  than  the  total  medical  cost  for  elder  abuse,  child 
abuse,  and  street  violence  combined. 

What  can  be  done  to  stem  the  deadly  tide  of  domestic  violence 
and  how  can  the  health  care  community  make  a  significant  impact? 
The  answer  is  many  things.  Health  care  providers  are  uniquely  sit- 
uated to  be  effective  in  helping  reduce  the  tragedy  of  domestic  vio- 
lence. In  1994  the  Commonwealth  of  Pennsylvania  funded  the  coa- 
lition to  develop  three  medical  advocacy  projects  for  victims  of  do- 
mestic violence. 

We  define  medical  advocacy  as  the  hospital-based  identification 
of  battered  women  seeking  medical  treatment  and  the  provision  of 
support,  information,  education,  resources,  and  follow-up  related  to 
a  safety  or  medical  crisis.  It  also  includes  the  development  and  im- 
plementation of  hospital  policies  and  procedures  to  institutionalize 
a  response  to  domestic  violence,  and  also  focuses  on  the  ongoing 
training  of  health  care  providers  in  identifying  and  providing  serv- 
ices to  victims  of  domestic  violence. 

These  projects  are  partnerships  between  the  local  domestic  vio- 
lence program  and  hospitals  in  their  communities.  Since  their  in- 
ception in  January  1994,  just  a  little  over  2  years  ago,  over  1,500 
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victims  of  domestic  violence  have  been  identified  in  three  hospital 
sites  and  have  received  services  from  the  domestic  violence  advo- 
cates on  site.  And  I  would  add  that  these  are  hospitals  that  had 
identified  virtually  no  victims  of  domestic  violence  prior  to  this 
time. 

Nearly  3,000  health  care  professionals  working  in  the  hospitals 
have  received  training  on  domestic  violence,  and  over  1,000  other 
medical  professionals  within  the  communities  have  also  received 
training  on  how  to  identify  and  provide  services  to  battered  pa- 
tients. 

One  of  the  keys  to  the  success  of  implementing  a  domestic  vio- 
lence response  for  these  hospital  programs  was  creating  a  new  way 
of  looking  at  success  in  dealing  with  battered  patients.  The  hos- 
pitals redefined  what  success  was.  Success  has  become,  first  of  all, 
identifying  victims  of  domestic  violence,  asking  them  questions, 
making  it  part  of  routine  health  screening.  Success  has  also  become 
conveying  information  that  provides  a  patient  with  information 
about  resources,  options,  and  legal  resources,  as  well  as  an  oppor- 
tunity to  plan  for  her  safety  and  the  safety  of  her  children. 

It  is  important  to  note  that  our  experience  with  the  medical  ad- 
vocacy project  is  a  significant  example  of  primary  and  early  inter- 
vention. As  one  battered  woman  told  the  domestic  violence  advo- 
cate: You  have  met  me  long  before  I  was  ready  to  meet  you,  and 
I  am  very  happy  to  have  made  your  acquaintance. 

We  are  intervening  with  women  long  before  they  are  ready  to  ac- 
cess services  and  receive  help  from  domestic  violence  programs  or 
the  criminal  justice  systems,  or  even  long  before  they  are  even 
aware  that  these  services  exist.  This  early  intervention  saves  lives 
and  occurs  long  before  the  domestic  violence  victims  may  be 
brought  to  the  emergency  department  for  the  last  time. 

I  see  that  my  red  light  has  gone  on,  so  I  will  not  address  the  in- 
surance discrimination  against  battered  women.  But  as  you  are 
aware,  we  have  been  working  very  hard  at  the  State  and  Federal 
levels 

Senator  Specter.  Your  full  statement  will  be  made  a  part  of  the 
record,  Ms.  Durborow. 

Ms.  Durborow.  So  that  has  certainly,  at  a  time  when  we  need 
to  have  increased  partnerships  between  us  and  the  health  care 
community,  it  has  certainly  created  lots  of  difficulties  that  we  have 
had  to  overcome. 

PREPARED  STATEMENT 

In  closing,  I  would  hke  to  say  that,  even  though  we  have  come 
a  long  way,  we  still  have  a  long  way  to  go.  The  passage  of  the  Vio- 
lence Against  Women  Act  and  the  increase  in  funding,  as  alluded 
to  by  Senator  Specter,  is  testimony  to  the  efforts  of  advocates  and 
congressional  leaders  such  as  yourselves,  and  those  efforts  and  dol- 
lars do  save  lives.  However,  we  still  have  a  long  way  to  go.  Women 
and  children  continue  to  die  every  day  at  the  hands  of  their  abus- 
ers and  we  continue  to  need  your  help. 

Thank  you. 

Senator  Specter.  Thank  you  very  much,  Ms.  Durborow. 

[The  statement  follows:] 
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STATEMENT  OF  NANCY  DURBOROW 
Good  morning  Senator  Specter  and  Senator  Biden  and  members  of  the 
Subcommittee  on  Labor.  Health  and  Human  Services  and  Education 
Appropriations.  My  name  is  Nancy  Durborow  and  I  am  the  Health 
Projects  Coordinator  for  the  Pennsylvania  Coalition  Against  Domestic 
Violence.  The  Pennsylvania  Coalition  Against  Domestic  Violence 
(PCADV)  is  a  national  leader  in  the  movement  to  end  domestic  violence 
and  will  celebrate  its  20th  anniversary  this  year.  We  were  foxonded  in 
1976  as  the  first  state  domestic  violence  coalition  in  the  coiontry.  We  are 
a  statewide  membership  organization  of  63  domestic  violence  shelters 
and  counseling  centers  that  last  year  provided  life  saving  services  to  over 
100,000  victims  of  domestic  violence  and  their  children.  We  are  also  very 
proud  that  in  1993  the  PCADV  was  chosen  by  the  U.S.  Department  of 
Health  and  Himian  Services  to  become  the  first  National  Resource 
Center  on  domestic  violence  providing  comprehensive  information  on 
domestic  \'iolencc  prevention  and  intervention  and  expanding  the 
capability  of  programs  and  individuals  providing  services  to  victims  of 
domestic  violence  throughout  the  country. 

Domestic  violence  is  abuse  that  occurs  within  a  close  personal  or  family 
relationship  as  a  way  of  exercising  control  over  another  person.  Victims 
suffer  not  only  from  physical  injury,  but  also  loss  of  personal  safety  in 
their  homes  and  control  over  their  own  lives.  This  crime  occurs  in  all 
age  groups,  races  and  religions  and  cannot  be  correlated  with  income, 
education,  profession  or  sexual  orientation.   Domestic  violence 
systematically  shatters  lives,  destroys  families  and  devastates 
corrnnunities.   Domestic  violence  occurs  with  alarming  frequency  and 
brutality.  Without  appropriate  intervention,  domestic  violence  increases 
in  severity  and  frequency  and  has  a  long  term  impact  on  the  health  and 
lives  of  victims  and  their  children.   Domestic  violence  Is  a  major  risk 
factor  for  homelcssness,  child  abuse,  crime  and  delinquency,  drug  and 
alcohol  abuse  and  rape. 
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In  one  year  alone,  more  than  half  a  million  Pennsylvania  residents  will 
be  assaulted  and  many  will  die  at  the  hands  of  someone  they  know  and 
love.  In  the  one  place  where  they  should  be  safe  and  secure  -  in  their  own 
homes. 

Domestic  violence  fit'l<t  our  Pexmsylvania  shelters  with  survivors.   Last 
year  the  PCADV  network  of  programs  provided  services  for  1 08,000 
victims  of  domestic  violence,  including  over  13.00  woman  and  children 
who  sought  refuge  in  our  shelters.  Our  hotlines  fielded  over  200,000 
calls  from  indi\ndual's  in  crisis. 

The  purpose  of  this  hearing  today  is  to  address  domestic  violence  as  a 
health  care  issue.  The  reality  is  that  domestic  violence  packs  our  health 
care  facilities.  According  to  a  1995  survey  by  Johns  Hopkins  School  of 
Medicine  one  in  three  women  seeking  emergency  department  services  Is  a 
victim  of  abuse.  The  study  of  nearly  2.000  anonymous  patients  found 
that  1  in  20  women  had  experienced  domestic  violence  in  the  previous 
yean  1  in  5  had  experienced  domestic  violence  in  her  adult  life;  and  1  in 
every  3  had  experienced  this  violence  either  as  a  child  or  an  adult. 
(Annals  of  Internal  Medicine.  1995)  Another  study  showed  that  30%  of 
women  presenting  with  injuries  in  an  Emergency  Department  were 
identified  as  having  injuries  caused  by  battering. 

Domestic  violence  Gils  our  morgues  with  victims.   For  the  past  six  years, 
the  PCADV  has  been  tracking  domestic  violence  deaths  reported  in 
newspapers  througliout  the  Commonwealth.  As  is  the  case  nationally. 
Pennsylvania's  violence-related  homicides  continue  to  reveal  that  the 
majority  of  victims  are  female,  killed  by  their  husbands  ex-husbands, 
boyfriends,  ex-boyfriends  or  estranged  partners.  During  1995  we 
documented  85  domestic  violence  homicides  in  Pennsylvania.  It  does  not 
reflect  the  total  number  of  deaths  resulting  from  domestic  violence  in 
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this  Coramonwealth  but  can  be  used  as  an  indicator  of  the  scope  and 
severity  of  domestic  violence  occxorrlng  across  the  state. 

The  human  costs  are  high  and  so  Is  the  cost  to  the  health  care  indnstiy. 

The  Pennsylvania  Blue  Shield  Institute  estimates  the  total  annual 
medical  cost  of  domestic  violence  in  Pennsylvania  at  $326.6  million  - 
more  than  the  total  medical  costs  for  elder  abuse,  child  abuse  and  street 
violence  combined  (1992). 

What  can  be  done  to  stem  the  deadly  tide  of  domestic  violence  -  and  how- 
can  the  headth  care  community  make  a  significant  impact?  The  answer 
is  -  many  things!   Health  care  providers  axe  uniquely  situated  to  be 
effective  in  helping  reduce  the  tragedy  of  domestic  violence.  They 
encoiinter  battered  women  dailj'  in  their  clinical  practices.  The  special 
nature  of  the  provider-patient  relationship  offers  a  unique  opportunity  to 
intervene  in  this  serious  problem. 

In  1994.  the  Commonwealth  of  Pennsyh'ania  funded  the  PCADV  to 
develop  three  medical  advocacy  projects  for  victims  of  domestic  violence. 
We  define  medical  advocacy  as  the  hospital-based  identification  of 
battered  women  seeking  medical  treatment  and  the  provision  of  support, 
information,  education,  resources  and  follow-up  related  to  a  safety  or 
medical  crisis.  It  also  includes  the  development,  refinement  and 
implementation  of  hospital  policies  and  procedures  to  enhance  and 
institutionalize  the  response  to  domestic  violence.   Medical  advocacy 
also  focuses  on  the  on-going  training  of  heath  care  providers  in 
addressing  domestic  violence  with  their  patients  and  emphasizes  the 
identification  of  battered  women  and  the  effectiveness  of  intervention  in 
the  health  care  setting. 

The  projects  are  partnerships  between  the  local  domestic  violence 
program  and  a  hospital  in  the  community 
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Since  the  inception  of  these  projects  the  following  statistics  have  been 
compiled  from  January  1994  through  March  1996: 

•  Over  1,500  victims  of  domestic  violence  have  been  identified  in  the 
three  hospitals  and  have  received  services  from  the  domestic 
violence  advocates  on  site. 

•  Nearly  3,000  health  care  professionals  working  in  the  hospitals 
have  received  training  on  domestic  violence 

•  Over  1.000  other  medical  professionals  within  the  communities 
where  the  hospitals  arc  located  have  received  training  on  domestic 
violence  and  developing  an  appropriate  response  to  battered 
patients. 

Prior  to  participation  in  this  project,  many  of  the  hospitals'  staff 
members  defined  success  -  when  and  if  a  victim  of  domestic  violence  had 
been  identified  -  as  being  on  the  phone  for  hoiors  trying  to  find  a  shelter 
space  and  often  being  told  that  there  was  no  room.   Or  if  a  shelter  space 
was  located,  having  the  woman  change  her  mind  and  decide  to  go  home, 
often  because  she  may  have  decided,  realistically,  that  it  was  safer  to 
return.  The  end  result  was  that  the  hospital  staff  were  frustrated  and 
often  angry  with  both  the  domestic  violence  shelter  and  the  woman  and 
would  see  no  point  in  getting  involved  the  next  time. 

One  of  the  keys  to  the  success  of  implementing  a  domestic  violence 
response  for  these  hospital  programs  was  creating  a  new  way  of  looking 
at  success  in  dealing  with  battered  patients.  The  hospitals  redefmed 
what  success  was,  and  by  doing  so.  stopped  being  burned  out  on  the 
issue.  Success  now  for  these  hospitals  is  no  longer  having  the  patient 
leave  the  relationship.  Success  has  become  conveying  some  new 
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information  that  helps  the  patient  along  the  way.   As  a  medical  social 
worker  from  one  of  the  hospitals  summed  it  up:  "You  are  no  longer 
trying  to  get  them  out  of  the  relationship  that  day.  You  are  asking  them 
if  violence  is  a  problem  in  their  lives.  You  are  giving  them  some 
information  and  options  as  to  what  they  can  do  and  some  support.  You 
are  letting  them  know  that  you  care  and  you  know  that  those  simple 
things  can  make  a  difference." 

Addressing  domestic  violence  directly  with  patients  can  sometimes  be 
awkward  for  health  care  professionals.  The  hospitals  recognized  that 
once  staff  had  the  opportxinity  to  learn  how  to  ask  the  questions  that 
help  idcntiiy  battered  patients,  their  confidence  level  went  up  and 
intervention  began  to  come  naturally.  Training  increased  the  courage  of 
tlie  staff  to  come  forward  and  identily  the  abuse.  As  an  emergency 
department  nurse  manager  told  us  "Before  staff  would  say,  "Well,  this 
might  be  abuse:  but  I  don't  know  the  family  dynamics  and  can't  say." 
now  they  say,  This  looks  like  abuse.  I  know  what  questions  to  ask  and 
I'm  going  to  ask  them.  I  know  how  to  help." 

It  is  edso  Important  to  note  that  our  experience  with  the  medical 
advocacy  projects  is  a  significant  example  of  primary  and  early 
intervention.  As  one  battered  women  told  the  domestic  violence 
advocate.  'You  have  met  me  long  before  I  was  ready  to  meet  you  and  I'm 
very  happy  to  make  your  acquaintance. "  We  are  intervening  with  women 
long  before  they  are  ready  or  able  to  access  services  and  help  from 
domestic  violence  programs  or  tlie  criminal  justice  sj'stem.  This  early 
intervention  saves  lives  and  occurs  long  before  domestic  violence  victims 
may  be  brought  to  the  emergencj'  room  for  the  last  time. 

If  we  had  the  funding  we  would  develop  projects  like  this  in  every  single 
hospital  and  clinic  in  the  Commonwealth.  We  have  recently  asked 
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Governor  Ridge  for  increased  funding  so  that  the  Coalition  can  expand 
this  successful  program  into  a  statewide  network  of  hospital -based  sites. 
We  believe  expanding  the  projects  statewide  is  crucial  to  better  meet  the 
needs  of  battered  women,  domestic  violence  programs  and  health  care 
professionals. 

As  we  have  moved  forward  in  this  important  arena  of  developing 
innovative  and  collaborative  efforts  on  the  part  of  domestic  violence 
advocates  and  the  health  care  community  to  reduce  injuries,  prevent 
domestic  violence  and  save  lives,  we  were  shocked  to  Icam  from  a 
Pennsylvania  women  that  she  has  been  denied  insurance  by  two 
companies  because  of  a  one-time  incident  of  domestic  violence.  The 
Insurance  companies  learned  of  the  incident  because  it  had  been 
documented  in  her  medical  record  by  her  doctor.   It  is  Important  to  note 
that  prior  to  that  time,  domestic  violence  advocates  were  unaware  of  any 
such  discnmination  of  abuse  victims,  not  because  it  was  not  occurring, 
but  because  insurers  are  not  required  to  disclose  the  reasons  for  denial 
of  insurance.   It  was  only  due  to  the  persistence  of  this  young  woman  in 
demanding  that  the  insurance  companies  provided  her  with  a  reason  for 
the  denial,  that  we  were  tipped  off  to  this  long  standing  practice. 

We  subsequently""  learned  that  these  practices  were  widespread  in  the 
insurance  industry.  An  informal  survey  by  the  staff  of  the  Subcommittee 
on  Crime  and  Criminal  Justice  of  the  United  States  House  Judiciary 
Committee  in  1994  revealed  that  8  of  the  16  largest  Insurers  in  the 
country  were  using  domestic  violence  as  a  factor  when  deciding  whether 
to  issue  and  how  much  to  charge  for  insurance.  In  March  of  1995.  the 
Pennsylvania  Insurance  Commissioner  surveyed  company  practices  in 
Pennsylvania  and  found  that  a  substantial  number  of  health,  life  and 
accident  insvirers  -  26%  of  the  re.«;pondents  -  utilized  domestic  violence 
as  an  underwriting  criterion.  The  Kansas  Insurance  Commissioner 
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sxuveycd  health,  accident  and  life  insurers  in  October  1995  and  found 
that  24%  of  the  insurers  used  domestic  violence  as  an  underwriting 
criterion. 

We  now  faced  a  situation  in  which  victims  of  domestic  violence,  who 
advocates  like  myself  have  encoxiraged  for  the  last  twenty  years  to  seek 
medical  attention  for  their  injuries,  now  faced  knew  that  doing  the  right 
and  responsible  thing  could  result  in  the  loss  of  not  only  health 
insurance  coverage  but  other  important  protections  such  as  life, 
disability  and  property  and  casualty  insurance.  Medical  professionals, 
often  the  first  and  perhaps  the  only  point  of  contact  and  opportunity  for 
help  to  victims,  became  reluctant  to  follow  protocols  which  ccill  for  the 
documentation  of  necessarj'  evidence  for  civil  and  legal  protections 
because  of  the  fear  they  would  jeopardize  their  patients.  This 
discriminatory  practice  also  deters  victims  from  seeking  needed  medical 
attention. 

The  impact  of  insurance  discrimination  on  victims  of  domestic  violence 
is  so  devastating  that  state  domestic  violence  coalitions  and  a  large 
group  of  advocates  fonned  a  national  task  force  of  more  that  25 
individual  representing  medical,  legal,  domestic  violence  and  advocacy 
organisations  working  to  address  the  issue  nationally. 

I  am  proud  to  say  that  our  efforts  over  the  last  two  and  one  half  years 
have  resulted  in  legislation  being  passed  that  outlaws  this  practice  in 
thirteen  states  (Arizona.  California,  Connecticut.  Delaware,  Florida. 
Indiana,  Iowa.  Maine,  Minnesota,  Massachusetts.  New  Hampshire, 
Pennsylvania  and  Tennessee)  and  legislation  has  been  introduced  in  an 
additional  twelve  states. (Alaska.  Georgia,  Illinois.  Kanseis.  MaLrylamd, 
Michigan.  New  York.  Utah.  Washington,  West  Virginia  Wisconsin  and 
Wyoming). 


73 


We  have  also  worked  closely  with  legislative  staffers  and  at  the  federal 
level  legislation  prohibiting  discrimination  agaiinst  victims  of  abuse  in 
heaJth  insxirance  was  introduced  by  Senator  Wellstone  (MN)  and 
Representatives  Schumer  (NY).  Wyden  (OR)  and  Molinari  (NY)  between 
March  And  June  of  1995.  In  October  of  1995  Representative  Sanders 
(VT)  introduced  legislation  which  prohibits  insurance  discrimination 
against  victims  of  abuse  In  all  lines  insurance.   Companion  legislaUon 
was  Introduced  In  the  Senate  by  Senators  Wellstone  (MN)  and  Wyden 
(OR)  in  March  of  this  year.  Additionally  both  the  House  and  Senate 
health  insurance  reform  bills  (H.R  3103/S.  1028)  include  specific 
language  to  ensure  that  victims  of  abuse  covered  by  health  plans 
governed  by  the  bills  will  not  be  discriminated  against  because  of  a 
medical  condition  caused  by  domestic  violence  or  a  history  of  domestic 
violence.  We  urge  sign-on  and  support  of  these  bills  and  urge  the 
enactment  of  protections  in  all  lines  of  insurance. 

In  dosing  and  reflecting  on  the  Coalition's  work  over  the  past  twenty 
years  it  is  important  to  acknowledge  that  we  have  come  a  long  way  in 
this  country  in  addressing  the  staggering  epidemic  of  domestic  violence. 
The  passage  of  the  Violence  Against  Women  Act  is  testimony  to  the 
efforts  of  advocates  and  Congressional  leaders  such  as  Senator  Biden 
and  Senator  Specter.   It  goes  without  sajing  that  we  fully  support  and 
large  the  continued  and  full  funding  of  the  critical  prevention  and  safety 
provisions  provided  for  by  the  Act.  However,  we  still  have  along  way  to 
go.  Women  and  children  continue  to  die  every  day  at  the  hands  of  their 
abusers.  We  need  the  help  of  the  medical  community  and  Congress  in 
expanding  the  lifeline  to  safety  for  battered  women  and  their  children. 
We  all  must  work  together  to  change  social  norms  and  Join  in 
intervention  and  prevention  efforts.  We  need  your  help  in  pursuing  our 
vision  of  a  society  where  life  is  cherished,  home  is  sacred,  fear  is 
imknown  and  violence  is  unthinkable.  Thank  you  for  sharing  this 


vision. 
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STATEMENT  OF  MARILYN  LEVAN,  NEW  CASTLE,  DE 

Senator  SPECTER.  We  now  have  a  unique  witness,  Ms.  Marilyn 
Levan.  We  thank  Senator  Biden  for  arranging  for  her  appearance. 
I  think  it  might  be  useful  if  I  made  a  very  brief  summary  of  the 
facts,  so  we  can  hear  Ms.  Levan's  recommendations.  It  was  her  sis- 
ter, Mrs.  Joyce  Wiest,  who  was  shot  to  death  by  her  estranged  hus- 
band in  June  1995  in  front  of  their  7  year  old  son.  Mr.  Wiest  then 
walked  across  the  street,  shot  Norman  Wilkins,  who  was  a  friend 
of  her  sister's,  and  then  hanged  himself  later  that  night. 

Some  2  weeks  before  the  murder,  Mr.  Wiest  was  found  guilty  of 
assaulting  his  wife  by  a  family  court  judge.  The  trial  occurred  at 
6:30  p.m.,  and  the  judge  refused  the  prosecutor's  request  for  a 
presentence  investigation  which  would  have  shown  that  the  defend- 
ant was  already  under  a  $2,500  cash  bail  posted  after  he  had  twice 
threatened  Mr.  Norm  Wilkins. 

This  is  a  classic  family  violence  case.  Ms.  Levan,  we  appreciate 
your  coming.  We  know  that  it  is  not  easy  for  you  as  the  sister  of 
Mrs,  Wiest  and  we  very  much  appreciate  your  testimony  here 
today. 

Senator  BiDEN.  Thank  you  for  coming  up,  Marilyn.  It  is  nice  of 
you.  We  appreciate  your  testimony. 

Ms.  Levan.  Thank  you. 

A  little  over  10  months  ago,  in  June  1995,  my  sister  Joyce  Wiest 
was  closing  the  deli  that  she  had  worked  at  for  12  years.  Her  7- 
year-old  son  Harry  had  been  dropped  off  to  her  earlier  that  day  by 
his  father,  her  recently  divorced  husband,  following  a  weekend 
visit.  Her  exhusband  had  been  in  a  rage  most  of  the  day  and  re- 
turned to  the  deli  that  night. 

As  Joyce  was  scrubbing  the  grill,  he  blasted  out  the  glass  door, 
fired  a  shot  at  her,  which  missed,  chased  her  into  a  small  pizza 
room,  shot  her  in  the  lower  back  with  what  police  would  later  de- 
scribe as  a  riot  gun.  He  then  fired  two  more  shots  into  her  as  she 
slumped  to  the  floor.  Her  son  stood  screaming:  "Daddy,  no,  don't." 

I  received  a  call  from  her  son  Harry,  telling  me  that  his  daddy 
just  killed  his  mommy.  My  mother,  who  was  working  across  the 
street,  ran  to  the  deli  to  try  and  help  Joyce  and  led  Harry  junior 
from  the  scene. 

This  tragedy  is  one  that  I  will  relive  in  my  mind  every  day.  It 
has  drastically  changed  our  lives  forever,  shattered  dreams,  and 
broken  hearts. 

Many  of  the  20  years  of  Joyce's  marriage  were  spent  with  a  hus- 
band who  controlled,  intimidated,  humiliated,  and  abused,  emo- 
tional, mental,  verbal,  sexual,  and  physical.  She  lived  in  fear  of  him 
and  his  threats.  She  hid  her  abuse  from  her  family,  her  physician, 
and  most  of  her  friends.  Only  a  few  of  us  did  she  let  know  the 
truth. 

Many  have  asked  why  she  stayed.  She  had  to,  he  had  convinced 
her  he  would  kill  her,  harm  her  family.  He  went  to  each  member 
of  our  family  and  told  us  to  let  her  go;  she  had  to  end  up  in  the 
gutter  with  no  one  but  him  to  depend  on,  and  that  he  would  pick 
her  up,  brush  her  off,  and  take  her  under  his  wing. 

He  believed  that  a  wife  was  a  possession,  that  it  was  his  right 
to  hold  her  against  her  will  and  take  what  was  his.  He  believed 
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that,  because  he  never  hit  her  with  his  fist  closed,  that  she  was  not 
abused. 

He  had  beaten  her  over  the  head  with  a  gallon  of  milk  that  she 
had  just  brought  in  because  he  did  not  like  the  phone  conversation 
she  had  with  a  girlfriend.  Joyce  lived  with  peepholes  in  her  bath- 
room and  taps  on  her  phone  line.  He  stalked  her,  he  tried  to  end 
her  friendships  and  her  job. 

After  he  had  torn  down  the  bathroom  door,  hit  her  in  the  head 
with  the  phone  and  threatened  to  hit  her  with  a  broken  piece  of 
wood,  she  had  him  arrested.  She  sought  a  protection  abuse  order 
from  family  court.  She  wrote  on  her  request  for  the  emergency 
hearing  that  she  believed  she  would  not  get  a  second  chance  to  ask 
for  protection. 

The  master  who  granted  the  PFA  expressed  concern  that  her 
husband  was  going  to  harm  her  and  asked  him  to  voluntarily 
admit  himself  to  a  mental  health  facihty,  and  stated  on  the  PFA 
that  this  facility  would  notify  the  court  of  a  completed  course  of 
treatment.  After  4  days  he  walked  out  and  the  court  was  never  no- 
tified. 

His  appearance  at  a  trial  for  assault  resulted  in  probation.  Had 
the  judge  taken  the  time  to  order  a  presentence  investigation,  he 
would  have  seen  that  Harry  senior  had  a  long  criminal  history,  was 
presently  on  probation,  and  had  been  recently  arrested  twice,  with 
trials  pending. 

I  have  since  my  sister's  death  been  contacted  by,  heard  about, 
and  read  of  services  that  are  available  to  help  those  involved  in 
family  violence.  Joyce  was  unaware  about  most  of  these  services, 
and  the  ones  she  did  approach — legal  aid,  family  court,  and  coun- 
selors— offered  little  advice  as  to  what  was  available  legally,  finan- 
cially, and  what  protection  could  be  offered. 

Women  need  to  know  that  there  is  help.  We  need  to  educate  and 
to  advertise  these  services  through  radio,  television,  billboards — 
whatever  it  takes.  There  used  to  be  a  billboard  advertisement  on 
Churchman's  Road  in  Delaware,  that  has  long  been  gone,  and  I 
honestly  do  not  think  there  is  another  in  the  entire  State. 

Somehow,  we  need  to  get  help  to  women  in  these  situations  that 
think  their  only  choices  are  to  stay  in  the  abusive  relation  or  be 
killed.  We  need  funds  to  help  battered  and  abused  women.  We  need 
to  change  the  way  women  who  are  seeking  help  are  treated.  We 
need  to  give  the  courts  more  power  to  provide  protection,  education, 
and  information. 

I  do  feel  the  system  failed  my  sister.  Maybe  with  funding  it  will 
change,  and  maybe  with  change  women  will  have  hope  in  the 
knowledge  that  there  is  help. 

I  cannot  speak  as  a  battered  or  abused  woman.  I  only  know  of 
the  terror,  the  loneliness,  and  helplessness  through  which  my  sis- 
ter Joyce  lived  and  died.  I  am  left  with  the  memories  of  her  night- 
mare. 

PREPARED  STATEMENT 

Granting  funds  to  make  changes  and  provide  help  to  battered 
women  will  hopefully  prevent  another  woman  from  being  killed. 
There  are  many,  many  stories  of  abuse.  Some  have  resulted  in 
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murder.  These  stories  are  told  differently,  but  each  one  are  all  the 
same. 

Thank  you. 

Senator  Specter.  Thank  you  very  much,  Ms.  Levan.  We  know 
that  is  not  easy  for  you  to  testify  to. 

[The  statement  follows:] 

Prepared  Statement  of  Marilyn  Levan 

background  on  joyce  wiest  case 

Joyce  West  was  shot  to  death  by  her  estranged  husband  in  June  1995  at  the  Deli 
where  she  worked  in  Bear,  Delaware. 

Her  husband,  Harry  Wiest,  shot  her  in  front  of  their  7-year-old  son,  Harry  Jr. 

He  then  walked  across  the  street  and  shot  Norman  Wilkins,  who  Joyce  was  dat- 
ing. Harry  hung  himself  later  that  night. 

This  case  raises  some  serious  concerns  regarding  the  response  of  Delaware's  Fam- 
ily Court  to  family  violence  cases. 

Two  weeks  before  the  murder,  Harry  was  found  guilty  of  assaulting  his  wife  by 
Family  Court  Judge  Jay  Paul  James. 

However,  the  trial  occurred  at  6:30  p.m.,  and  Judge  James  refused  a  prosecutor's 
request  for  a  pre-sentence  investigation.  This  investigation  would  have  revealed 
Harry's  extensive  record  of  violence  against  Joyce. 

Over  the  objection  of  the  prosecutor.  Judge  James  sentenced  Wiest  to  one-year 
probation  at  a  minimum  level  of  supervision.  Harry  was  allowed  to  walk  away  from 
court  that  day,  essentially  as  a  free  man. 

If  the  Judge  had  taken  time  to  review  Harry's  record,  he  would  have  discovered 
that  he  was  already  walking  the  streets  vmder  a  $2,500  cash  bail  posted  after  he 
twice  threatened  Joyce's  friend,  Norm  Wilkins. 

This  is  a  classic  family  violence  case.  For  example,  in  the  latest  incident  on  March 
27,  Harry  was  charged  with  assaulting  Joyce.  She  did  not  want  to  press  charges, 
however,  since  it  was  a  felony,  under  the  State  Police  pro-arrest  policy,  the  officer 
involved  filed  charges  against  him. 

At  trial,  three  months  later,  Joyce's  version  of  the  night's  events  had  changed 
drastically. 

As  a  result  of  the  Wiest  murder,  Family  Court  has  revised  its  procedures,  and 
has  formed  a  task  force  to  study  fiirther  reforms.  For  example,  there  are  no  more 
after-hours  trials,  and  it  is  mandatory  that  a  pre-sentence  investigation  be  ordered. 

Joyce's  sister  Mariljm  has  custody  of  Harry,  Jr.,  Harry  is  receiving  counseling, 
paid  for  by  the  State  Violent  Crimes  Compensation  Fund. 

Marilyn  contacted  Senator  Biden  the  week  of  July  4th,  1995,  following  a  pub- 
lished op-ed  piece  written  by  Senator  Biden  in  the  News  Journal  on  turning  the  Vio- 
lence Against  Women  Act  into  action. 

MariljTi  wants  to  speak  out  to  encourage  victims  of  domestic  abuse  to  seek  help 
and  leave  their  abusive  situation. 

She  believes  there  must  be  more  services  provided  to  women  so  they  know  where 
to  turn  for  help.  Such  services  include,  billboards,  24-hour  hotlines,  hospital  emer- 
gency room  counseling,  and  battered  women  shelters. 

VIOLENCE  AGAINST  WOMEN  LEGISLATION 

Senator  Specter.  Let  me  yield  to  my  colleague,  Senator  Biden. 

Senator  Biden.  Marilyn,  thank  you  for  coming  up. 

Ms.  Levan.  You  are  welcome. 

Senator  Biden.  The  reason  I  asked  you  to  come  is  not  because 
your  circumstance  is  so  unique.  I  wish  that  it  were  unique.  But  I 
asked  you  because  you  state  it  with  such  force  and  such  eloquence, 
and  I  wanted  my  colleagues  to  hear  you. 

There  are  a  lot  more  services  now.  They  are  only  just  beginning 
to  grow.  It  took  a  long  time,  and  I  would  like  to  thank  Ms. 
Durborow.  She  does  not  really  even  realize  how  important  her  or- 
ganization was  in  helping  me  pass  the  violence  against  women  leg- 
islation. 
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I  would  like  to  note  for  the  record  that  most  of  the  leading  wom- 
en's organizations  did  not  support  the  legislation  when  it  started. 
Everybody  talks  about  how  they  did.  It  was  only  when  I  went  out 
into  the  field  and  went  to  Pennsylvania,  Rhode  Island,  and  Califor- 
nia, to  your  organizations,  that  all  of  a  sudden  everyone  started 
pajdng  attention.  I  want  to  publicly  thank  you. 

Delaware  is  going  to  get  another  $750,000  this  year  and  Penn- 
sylvania is  about  to  get  $5  million  under  the  Violence  Against 
Women  Act  for  prevention,  for  housing,  for  a  range  of  services. 

If  you  had  all  of  those  resources  in  our  small  State,  Maril3m, 
what  would  be  the  most  important  thing  you  would  do?  What  do 
you  think  is  needed  the  most?  Do  we  need  to  teach  judges  and  cops 
how  to  deal  with  this?  Do  we  need  to  have  that  computer  system 
we  are  working  on  in  our  State,  so  when  a  family  court  judge  sits 
there  and  that  name  comes  up,  the  record  shows  whether  there  is 
an  existing  stay-away  order  in  another  county  or  another  State? 

You  always  talk  about,  and  I  think  it  is  kind  of  compelling,  let- 
ting women  know  that  there  is  some  help  out  there.  Would  you 
spend  more  of  the  money  on  advertising  what  is  available? 

Ms.  Levan.  I  would  start  with  advertising.  I  would  let  women 
know  that  the  services  at  family  court  are  available,  and  then  ex- 
tend the  services  at  family  court.  Women  do  not  know  what  is 
available. 

Senator  Biden.  The  truth  is  family  court  does  not  have  as  many 
services. 

Ms.  Levan.  No;  they  do  not. 

Senator  Biden.  But  I  am  sorry,  I  interrupted  you.  You  started  to 
say  that  women  do  not  know. 

Ms.  Levan.  The  president  of  the  New  Castle  Century  Club  is  a 
friend  and  they  had  a  meeting  about  domestic  violence.  She  spent 
the  entire  day  trying  to  contact  services  that  would  be  available  to 
a  woman  who  was  being  beaten  up,  and  it  took  her  4  hours  to  get 
through  to  somebody.  Now,  somebody  that  is  really  in  need  does 
not  have  4  hours  to  spend  on  the  phone  looking  for  help. 

Senator  BiDEN.  They  do  not  have  4  minutes,  you  are  right. 

This  woman  in  the  middle,  Cindy,  is  special.  She  on  her  own,  no 
Government  programs,  no  anybody,  back  in  the  late  seventies 
opened  up  a  battered  women's  shelter.  She  started  the  process.  She 
has  been  honored  in  our  State,  in  the  Women's  Hall  of  Fame,  for 
what  she  has  done.  She  was  way  ahead  of  the  curve.  I  know  she 
is  embarrassed.  She  does  not  like  this.  But  the  truth  of  the  matter, 
she  has  been  out  front. 

But  I  want  to  talk  about  the  need  to  connect  what  happens  in 
that  emergency  room  and  the  availability  of,  for  example,  a  lawyer. 
One  of  the  things  we  are  trying  to  do  is  to  get  lawyers  to  agree, 
not  generically,  but  specific  lawyers,  specific  names  in  specific 
States,  specific  towns  and  specific  cities,  to  volunteer  to  help 
abused  women.  So  when  a  woman  calls  on  the  national  domestic 
violence  hotline,  she  not  only  is  going  to  be  able  to  know  where 
there  is  a  battered  women's  shelter,  where  there  is  a  shelter  she 
can  take  her  child,  and  so  on,  but  also  be  given  the  name  of  a  spe- 
cific lawyer  who  has  beforehand  volunteered  to  take  that  woman's 
case.  The  lawyer  will  guide  her  through  the  system  because  in 
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many  States  the  prosecutors,  the  local  DA's,  are  overburdened. 
They  do  not  have  the  time. 

So  we  are  trjdng  to  get  this  up  and  running,  which  leads  me  to 
my  question  to  Cynthia  and  that  is:  How  important  is  training  the 
doctors?  What  is  the  role  of  the  hospital? 

I  am  asking  you,  Cindy,  first. 

Ms.  BOEHMER.  I  think  what  we  have  discovered  when  we  talked 
to  women  who  have  gone  to  the  hospital  or  seen  a  private  physician 
and  they  come  into  our  shelter  or  they  call  us  on  the  hotline  is,  we 
will  ask  them:  Did  anyone  in  that  office  ask  you  if  you  had  been 
abused,  did  anyone  ask?  Nobody  asked  them. 

What  we  know  is  that  when  women  are  asked,  they  many  times 
are  very  forthcoming  about  it. 

Senator  Biden.  Why  do  they  not?  Why  are  they  not  asked?  What 
is  your  experience  as  to  why  they  do  not  get  asked?  The  doctors 
are  not  stupid.  They  do  not  believe  that  all  of  these  cases  are  door 
jambs  that  women  have  run  into. 

Ms.  Boehmer.  I  think  it  is  a  carryover  about  it  being  a  family 
matter  in  some  cases.  I  also  think  it  is  because  they  want  to  be 
able  to  treat  the  injuries,  but  that  perhaps  by  asking  the  question 
they  may  become  more  involved  with  the  legal  process.  This  is  just 
my  sense,  but  perhaps  Nancy  might  be  able  to  give  you  more  infor- 
mation on  that.  Senator  Biden. 

Ms.  DURBOROW.  My  experience  with  physicians  in  particular  is 
because  they  do  not  know  how  to  ask.  They  have  not  received  the 
training  in  medical  school,  that  they  are  not  required  to  take  con- 
tinuing education  credits  to  continue  to  be  licensed. 

And  my  experience,  not  just  with  physicians  but  most  medical 
professionals,  is  once  they  have  been  taught  how  to  ask  and  given 
an  opportunity  to  practice  how  to  ask,  that  they  are  very  willing 
to  do  so.  I  think  they  need  the  education.  And  my  experience  is 
once  they  have  gotten  that  information  that  they  do  use  it. 

I  think  our  statistics  of  1,500  women  in  a  2-year  period  in  the 
three  hospitals  who  had  virtually  not  identified  any  battered 
women  prior  to  that  really  supports  the  need  for  education. 

Senator  BiDEN.  My  time  is  up.  I  thank  the  chairman. 

One  of  the  questions  I  am  going  to  submit  in  writing  to  Dr. 
Donoghue,  who  was  here  earlier  on  the  first  panel,  is  just  that: 
Should  medical  schools  spend  more  time  teaching  doctors,  male  and 
female,  to  look  for  this,  to  educate  them? 

We  have  to  educate  judges.  We  go  out  and  educate  politicians. 
We  educate  police  officers.  It  seems  to  me  the  same  thing  is  miss- 
ing in  the  medical  schools,  although  it  is  starting  to  change. 

But  I  thank  you.  I  thank  you  for  letting  me  go  on. 

Senator  SPECTER.  Thank  you.  Senator  Biden. 

Congressman  Fox. 

Mr.  Fox.  Thank  you,  Mr.  Chairman. 

I  would  start  with  Nancy,  if  I  may,  Ms.  Durborow.  I  know  from 
my  own  experience,  having  worked  in  Montgomery  County  with 
Laurel  House,  the  shelter  for  abused  women,  the  shelter  in  the 
Women's  Center,  as  well  as  the  Victims  Services  Center  of  Mont- 
gomery County,  they  have  all  been  working  in  conjunction  with  you 
on  items  like  the  Protection  From  Abuse  Act,  which  has  gone  a 
long  way  in  Pennsylvania  in  trying  to  assist  us. 
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Do  you  think,  as  you  assess  the  needs  for  the  future,  do  we  need 
more  shelters  or  do  we  need  more  services,  or  both? 

Ms.  DURBOROW.  I  think  there  will  always  be  a  need  for  shelter 
and  for  services.  If  I  had  a  magic  wand  to  wave  around,  I  would 
like  to  see  massive  public  education.  Just  like  Mothers  Against 
Drunk  Driving  have  convinced  us  that  those  who  drink  and  drive 
are  all  of  our  problem,  I  think  we  need  to  have  that  kind  of  edu- 
cation happen  in  this  country  to  make  domestic  violence  everyone's 
problem. 

It  is  not  just  a  problem  for  the  courts  or  the  shelters  or  the  serv- 
ice providers.  It  is  everyone's  problem.  And  I  think  until  that  hap- 
pens we  are  going  to  need  more  shelters,  we  are  going  to  need  more 
services. 

Mr.  Fox.  I  see  we  have  done  a  great  job  with  when  we  have  chil- 
dren that  get  abused;  the  medical  community  seems  to  report  that 
quickly,  and  we  have  children  removed  from  homes  where  the  chil- 
dren are  being  abused.  We  do  not  seem  to  have  that  same  kind  of 
attention  in  the  medical  community  on  domestic  abuse,  the  re- 
moval of  the  spouse  as  quickly. 

Ms.  DuRBOROW.  Well,  I  think  battered  women  are  adults.  They 
need  to  be  able  to  make  their  own  decisions  about  what  is  safest 
for  them,  whether  that  is  staying  in  the  home  or  leaving  the  home. 

I  think  the  medical  community's  attention  for  domestic  violence 
has  changed,  I  think  drastically  over  the  last  5  years,  and  at  least 
in  the  efforts  in  Pennsylvania,  that  women  are  being  given  infor- 
mation about  what  they  can  do  in  terms  of  legal  recourse,  what  is 
available  to  them  in  terms  of  services  and  shelter. 

So  I  think  it  is  beginning  to  change. 

Mr.  Fox.  I  would  ask  Cynthia  and  I  guess  Marilyn  as  well — and 
I  appreciate  your  poignant  testimony  and  your  bravery  in  coming 
here— do  you  think  we  need  to  include  with  our  judicial  colleges  an 
area  just  dealing  with  problems  of  domestic  violence  and  the  train- 
ing in  sensitivity  that  should  come  to  our  bench  in  dealing  with 
those  kinds  of  cases,  at  least  at  the  common  pleas  level  where  they 
see  them  at  the  inception? 

Ms.  BOEHMER.  Always,  because  there  is  a  changeover  many 
times  with  judges.  I  guess  it  was  probably  in  the  early  eighties,  a 
group  of  us  decided  that  we  thought  we  needed  to  start  training  JP 
court  judges  in  the  State  of  Delaware. 

Mr.  Fox.  Right. 

Ms.  BOEHMER.  Because  that  is  where  most  of  these  cases  origi- 
nally go  to.  And  we  were  very  surprised  at  how  little  information 
they  knew.  But  I  vnll  tell  you  that  every  single  one  of  them  at- 
tended. We  did  three.  Actually,  we  did  four,  because  we  did  one 
that  was  a  makeup  date  for  those  who  could  not  come.  And  every 
single  one  had  an  interest  in  learning  about  it  from  a  social  work- 
er's perspective,  not  a  legal  perspective,  but  from  knowing  what  the 
victim  went  through  so  that  they  could  give  good  decisions  based 
on  that. 

Mr.  Fox.  Very  good. 

I  want  you  to  know  we  are  addressing  in  the  House  and  the  Sen- 
ate the  insurance  discrimination  issue. 

Ms.  DuRBOROW.  And  we  are  very  grateful. 
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Mr.  Fox.  And  we  hope  to  get  it  passed  as  soon  as  possible.  We 
appreciate  your  advocacy  on  helping  us  move  it  along. 

Do  any  of  the  three  of  you  have  any  idea  as  to  how  we  can  stop 
such  behavior?  You  are  dealing  with  it  in  the  end  after  it  happens. 
What  can  we  do  as  a  society  to  try  and  eliminate  it,  the  abuse,  do- 
mestic violence? 

Ms.  DURBOROW.  In  terms  of  eliminating? 

Mr.  Fox.  Yes. 

Ms.  DuRBOROW.  That  is  a  tough  one.  I  still  say  with  my  magic 
wand  that  we  make  it  everyone's  problem,  so  that  it  is  not  just  seg- 
mented into  the  legal  community  or  the  advocacy  community. 

Ms.  BOEHMER.  It  really  is  everyone's  problem,  when  you  consider 
the  school  nurse  calling  me  up  about  a  family  that  she  had  to  meet. 

I  would  also  like  to  mention  something.  You  had  a  whole  panel 
of  doctors  talking  about  medical  problems,  and  I  was  talking  to 
Clair  DeMattius  a  little  earlier  about  a  family — a  woman  that  came 
into  the  shelter  who  had  breast  cancer,  and  she  had  to  have  a  radi- 
cal mastectomy.  And  when  she  came  home,  her  husband  threat- 
ened to  beat  her  up  because  she  was  no  longer  appealing  to  him. 

Now,  he  had  been  abusive  to  her  before  in  the  past.  Her  physi- 
cian got  her  to  the  shelter.  So  that  when  you  look  at  the  health 
needs  of  women  you  need  to  look  at  it  as  it  all  fits  together. 

Mr.  Fox.  Interrelatedly. 

Ms.  BOEHMER.  All  interrelated.  We  also  have  sheltered  several 
women  who  had  eating  disorders,  anorexic  women,  one  woman  who 
was  just  doing  well  because  she  has  ended  that  relationship.  Her 
doctor  is  very  pleased  that  she  is  now  eating  and  being  able  to  be 
healthy  again. 

So  that  I  think  that  is  really  important  if  you  look  at  the  funding 
and  how  it  all  fits  in. 

Mr.  Fox.  Thank  you  all  very  much. 

Senator  Specter.  Thank  you,  Congressman  Fox. 

My  first  experience  with  violence  against  women  was  as  an  as- 
sistant district  attorney  at  a  police  station  at  17th  and  Montgom- 
ery, when  we  used  to  have  preliminary  hearings  within  24  hours 
after  the  event.  And  one  of  the  witnesses  was  a  woman  who  had 
a  cut  which  started  on  the  right  side  of  her  face  and  her  head  and 
went  down  her  cheek  and  went  down  her  neck  and  went  all  the 
way  down  her  body  to  about  the  midpoint  of  her  chest,  and  she  did 
not  want  to  testify. 

That  was  one  of  my  first  experiences,  and  knowing  that  the  case 
was  not  her  case  against  her  assailant,  but  it  was  the  Common- 
wealth of  Pennsylvania  against  the  defendant.  And  we  asked  her 
and  she  finally  did  testify. 

But  when  I  became  district  attorney  that  was  a  high  item  on  my 
agenda.  And  we  used  to  have  victims  in  rape  cases  interviewed  in 
a  squad  room  in  the  Philadelphia  detective  bureau  where  there 
were  about  20  desks  in  a  room,  and  women  who  were  victims  of 
rape  would  be  asked  to  come  in  and  speak  to  the  detective  in  that 
room  while  20  others  were  present,  and  you  can  imagine  what  the 
focus  of  attention  was,  what  the  quality  of  the  attention  was  to 
that  individual. 

We  set  up  a  special  unit  at  the  University  of  Pennsylvania  where 
there  were  private  interviews  and,  to  the  extent  possible,  conducted 
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by  women  detectives;  photographs,  which  has  not  been  done  by  the 
Philadelphia  Police  Department,  and  so  forth,  to  try  to  bring  Phila- 
delphia police  practices  into  the  19th  century.  This  was  1966. 

Well,  we  thank  you  very  much  for  coming.  The  panel  on  women 
against  violence  is  an  extraordinarily  important  one,  and  through 
the  leadership  of  Senator  Biden — a  number  of  us  have  been  helping 
him,  Congressman  Fox,  Congressman  Fattah,  and  some  of  the  rest 
of  us — it  is  a  part  of  the  health  picture.  And  last  Wednesday  we 
had  a  press  conference  by  NOW,  National  Organization  of  Women, 
including  violence  against  women  as  part  of  welfare  and  an  effort 
to  include  that  in  welfare  reform,  where  there  are  other  funds 
available. 

We  thank  you,  Ms.  Diirborow,  for  coming  and  for  all  your  splen- 
did work;  and  Ms.  Boehmer,  for  your  outstanding  work;  and  espe- 
cially you,  Ms.  Levan,  for  recounting  a  very  important  personal 
tragedy  involving  your  sister.  And  we  thank  Senator  Biden  for 

Senator  BiDEN.  Mr.  Chairman,  could  you  indulge  me  for  literally 
60  seconds? 

Senator  Specter.  Why,  of  course. 

Senator  BiDEN.  It  will  not  take  any  more  time  than  that. 

I  think  the  most  important  question  was  the  one  asked  by  Con- 
gressman Fox:  How  can  we  stop  this?  I  respectfully  suggest  that 
until  we  treat  women  as  equals  in  our  society,  until  title  IX  is  fully 
enforced,  until  my  daughter  can  go  to  a  school  that  gets  as  much 
money  for  her  sports  program  as  my  son's,  until  we  have  absolute 
equality,  this  will  not  stop. 

This  is  about  power.  It  is  not  about  sex;  it  is  about  power.  And 
I  think  you  all  should  talk  about  it  more  in  those  terms.  I  find  it 
fascinating  when  people  tell  me  they  are  all  for  stopping  violence 
against  women,  but  they  are  not  for  funding  women's  programs.  I 
do  not  think  people  see  this  being  about  power. 

You  used  the  phrase,  Marilyn.  You  said:  "He  thought  he  owned 
her." 

Ms.  Levan.  She  was  his  possession. 

ADDITIONAL  COMMITTEE  QUESTIONS 

Senator  Biden.  His  possession. 

So  thank  you  for  all  your  work,  and  thank  you,  Marilyn,  for  com- 
ing. Thank  you,  Mr.  Chairman. 

There  will  be  some  additional  questions  which  will  be  submitted 
for  your  response  in  the  record. 

[The  following  questions  were  no  asked  at  the  hearing,  but  were 
submitted  to  the  witnesses  for  response  subsequesnt  to  the  hear- 
ing:! 

Questions  Submitted  by  Senator  Joseph  R.  Biden,  Jr. 

Question.  With  regard  to  prevention  of  breast  cancer,  what  works  and  what  does 
not?  What  does  the  research  show  with  regard  to  breast  self-examination,  for  exam- 
ple? What  other  prevention  strategies  have  been  successfvil?  And  what  should  the 
federal  government  do  to  promote  prevention? 

Dr.  Weber.  There  is  no  known  prevention  for  breast  cancer.  Tamoxifen,  an  "anti- 
estrogen"  is  being  investigated  as  a  possibility  but  the  study  is  ongoing.  Breast  self- 
exam  has  not  been  well-studied  as  a  means  of  decreasing  mortality  from  breast  can- 
cer, some  people  say  it  does,  others  cite  studies  that  suggest  it  doesn't  make  a  dif- 
ference, particularly  in  a  population  undergoing  regular  mammographic  surveil- 
lance. In  any  case,  it  is  not  prevention,  just  possible  early  detection.  In  order  to  pro- 
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mote  prevention,  the  government  can  provide  funds  for  prevention  studies  and  de- 
velop funding  strategies  to  attract  new  investigators  in  this  area.  They  are  few  and 
far  between. 

Question.  To  what  extent  are  medical  students  and  physicians  trained  to  recog- 
nize and  deal  with  victims  of  family  violence?  What  sort  of  training  do  they  need? 

Dr.  DONOGHUE.  Although  there  is  growing  awareness  that  family  violence  is  a 
public  health  concern,  the  medical  profession  has  yet  to  translate  this  recognition 
into  consistent,  widely  available  programs  for  detection  and  intervention.  In  Wash- 
ington, DC,  on  March  28  and  29,  1995,  The  Association  of  American  Medical  Col- 
leges (AAMC)  conducted  a  "Consensus  Conference  on  the  Education  of  Medical  Stu- 
dents about  Family  Violence  and  Abuse".  The  printed  proceedings  are  attached  for 
your  information  (Appendix  1).  In  his  introduction  (pp.  962-963),  Donald  Kasse- 
baum,  M.D.,  points  out  that,  when  asked  about  instruction  in  domestic  violence, 
"most  schools  have  reported  they  have  it  covered  (Figure  1)."  On  the  other  hand, 
nearly  60  percent  of  graduating  senior  medical  students  "said  that  the  subject  was 
given  inadequate  attention  (Figure  2)."  The  conference  went  on  to  examine  the 
causes  of  family  violence  and  to  describe  some  model  programs  in  medical  schools 
and  residency  training  programs  for  teaching  students  how  to  recognize  and  manage 
victims.  Dr.  Kassebaum  concluded  (pp.  993-994),  that  these  proceedings  "provide  a 
framework  to  strengthen  the  education." 

The  American  Medical  Association  (AMA)  has  been  a  vocal  proponent  for  im- 
proved protocols  for  recognizing  the  problems  of  family  violence  and  has  provided 
resources  for  practicing  physicians  on  the  proper  identification  and  management  of 
victims  (Appendix  2). 

The  American  Medical  Women's  Association  (AMWA)  frequently  addresses  these 
issues  in  its  continuing  education  meetings  for  practicing  physicians  and  medical 
students,  and  is  a  partner  with  MCPHU  in  the  National  Academy  on  Women's 
Health  Medical  Education  (NAWHME).  The  Resource  Guide  the  Academy  has  re- 
cently published  and  is  currently  distributing  to  medical  school  deans,  health 
science  libraries,  residency  programs  directors  and  teaching  faculty  uses  the  teach- 
ing of  domestic  violence  as  a  "theme"  to  illustrate  strategies  faculty  can  adopt  to 
integrate  women's  health  teaching  into  their  curricula  (see  pages  25-29  of  the 
Guide). 

MCPHU  is  implementing  curriculum  revisions  for  its  medical  students  and  resi- 
dents. Opportunities  for  repeatedly  exposing  students  to  the  material  to  reinforce 
its  importance  have  been  identified  by  our  Women's  Health  Education  Program 
(WHEP)  (see  Appendix  3),  and  the  curriculum  has  been  analyzed  to  confirm  the 
presence  of  teaching  interventions.  Additionally,  one  of  our  teaching  hospitals  (Medi- 
cal College  of  Pennsylvania  Hospital)  has  developed  a  formal  plan  to  educate  all  the 
staff  (see  Appendix  4).  MCPHU  is  continually  seeking  ways  to  provide  interdiscipli- 
nary training  to  all  healthcare  professionals,  and  its  domestic  violence  teaching  is 
one  part  of  the  more  extensive  strategy  to  integrate  all  aspects  of  women's  health 
teaching  throughout  its  training  programs.  The  WHEP  received  the  first  grant  from 
a  federal  agency  (FIPSE)  to  support  this  integration,  and  is  also  developing  a  model 
women's  health  curriculum  and  discrete  teaching  modules  which  are  transportable 
to  other  schools. 

Question.  What  needs  to  be  done  differently? 

Dr.  DONOGHUE.  One,  curriculum  development,  in  general,  receives  very  little  fi- 
nancial support  from  government  agencies,  and  women's  health  curricula  are  par- 
ticularly short-changed.  Congressional  mandates  to  medical  schools  to  include  fam- 
ily violence  curricula  will  be  ineffective  without  financial  provisions. 

Two,  it  is  also  important  to  develop  easily  accessible  resources  and  educational 
modules  which  many  schools  and  programs  can  use.  The  AMA's  Resource  List  is 
very  valuable;  videotaped  modules  which  can  be  widely  distributed  to  schools  need 
increased  support  (see  a  brief  list  of  currently  available  tapes  on  pages  143-144  of 
the  Resource  Guide).  There  must  surely  be  a  way  to  use  the  Internet  as  an  effective 
teaching  tool — but  there  must  be  funding  to  encourage  the  development  of  any  one 
of  these  effective  products. 

Three,  the  most  neglected  area  of  education  is  always  the  measurement  of  out- 
comes: it  is  critical  that  the  education  of  physicians  translate  into  improved  care  of 
the  victims  of  family  violence.  We  need  to  learn  much  about  the  effectiveness  of  var- 
ious educational  strategies  to  guide  us  in  the  future  toward  preventing  family  vio- 
lence and  caring  for  its  victims,  and  targeted  research  funding  is  needed  to  encour- 
age these  evaluations. 

Four,  focusing  attention  on  the  issue  is  an  effective  role  for  Congress  and  this  can 
be  accomplished  with  very  little  funding.  The  women's  health  education  survey 
mandated  by  Congress,  and  recently  conducted  by  AAMC  and  the  NIH  Office  of 
Women's  Health  Research,  raised  awareness  in  medical  schools  and  provided  sug- 
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gestions  about  the  scope  of  women's  health.  No  mandates  to  change  were  issued, 
but  many  schools  responded  by  taking  the  new  awareness  and  suggestions  and 
translatmg  them  into  action  plans  to  improve  their  women's  health  teaching. 

SUBCOMMITTEE  RECESS 

Senator  Specter.  If  I  could  improve  on  Senator  Biden's  state- 
ment, I  would  in  closing  the  hearing.  But  since  I  cannot,  I  will  not. 

Well,  thank  you  all  very  much.  I  appreciate  very  much  everyone 
being  here.  The  subcommittee  will  stand  in  recess  subject  to  the 
call  of  the  Chair. 

[Whereupon,  at  12:07  p.m.,  Monday,  May  6,  the  hearing  was  con- 
cluded, and  the  subcommittee  was  recessed,  to  reconvene  subject  to 
the  call  of  the  Chair.] 


Material  Submitted  Subsequent  to  Conclusion  of 

Hearing 

[Clerk's  note. — Additional  material  was  received  by  the  sub- 
committee subsequent  to  the  conclusion  of  the  hearing.  The  state- 
ments and  letter  will  be  inserted  in  the  record  at  this  point.  1 

Statement  of  Pharmacia  &  Upjohn,  Inc. 

Pharmacia  &  Upjohn  appreciates  the  opportunity  to  submit  our  comments  on 
women's  health  priorities  to  this  special  hearing  of  the  Subcommittee.  We  commend 
the  Subcommittee's  interest  in  women's  health  issues,  and  respectfully  suggest  that 
women's  health  be  given  higher  priority  by  Congress  during  its  fiscal  year  1997 
budget  deliberations. 

Each  of  the  aspects  of  women's  health  on  which  the  Subcommittee  will  receive  tes- 
timony today  is  important,  and  each  should  be  included  prominently  on  the  list  of 
U.S.  public  health  priorities.  We  have  significant  clinical  experience  with  most  of 
these  issues,  but  in  the  interest  of  time,  we  will  restrict  our  comments  today  to  re- 
productive health  issues  with  special  emphasis  on  unplanned  pregnancies. 

Unplanned  pregnancy  among  U.S.  women  has  reached  crisis  proportion,  with  3.6 
million  such  pregnancies  occurring  each  year,  at  a  substantial  cost  to  the  U.S. 
health  care  system.  Among  sexually  active  teenagers  in  the  U.S.,  the  problem  is  es- 
pecially pronounced  with  1  in  5  experiencing  an  unplanned  pregnancy  by  the  time 
they  are  19  years  old. 

Even  more  troublesome  is  the  fact  that  during  the  past  generation  the  number 
of  teenage  mothers  who  are  married  at  the  time  they  give  birth  has  dropped  precipi- 
tously. In  1960,  78  percent  of  teenage  mothers  were  married.  By  1989,  this  number 
had  dropped  to  38  percent,  and  continues  to  fall.  Married  teens  give  birth  to 
healthier  babies  and  have  higher  incomes.  More  than  half  of  all  unwed  teenage 
mothers  are  on  welfare  within  one  year  of  their  baby's  birth,  and  within  five  years, 
80  percent  have  been  dependent  on  public  funds.  On  the  other  hand,  among  married 
teenage  mothers,  just  7  percent  are  on  welfare  within  a  year,  and  only  24  percent 
have  relied  on  assistance  after  five  years. 

Research  has  shown  that  socioeconomic  factors  can  be  strong  predictors  of  wheth- 
er a  woman  will  experience  an  unplanned  pregnancy.  We  know  that  often  lower 
education  and  income  levels  limit  access  to  effective  birth  control  methods  and  com- 
prehensive medical  counseling. 

The  reasons  for  unplanned  pregnancies  can  be  more  complex  than  neglecting  to 
use  a  condom  or  not  taking  a  birth  control  pill. 

Because  cultures  are  unique,  the  issues  surrounding  contraception — communica- 
tions with  partners,  role  of  the  family,  attitudes  about  childbearing,  religious  be- 
liefs— are  also  distinct.  All  too  often,  educational  materials  are  designed  by  people 
who  are  out  of  touch  with  cultural  attitudes  that  affect  sexuality  and  birth  control. 
People  designing  public  policy  around  reproductive  issues  haven't  taken  the  oppor- 
tunity to  listen  to  women,  especially  teenagers,  about  what  they  need  and  what 
would  work  for  them. 

The  impact  of  unplanned  pregnancies  is  far-reaching.  Many  of  these  women  al- 
ready face  significant  social  and  economic  barriers.  Unplanned  pregnancy  puts  them 
at  even  greater  disadvantage.  Ultimately  they  are  at  risk  of  losing  control  of  their 
destinies.  To  regain  that  control,  they  must  take  charge  of  their  reproductive  health. 
But  there  have  been  few  significant  efforts  to  make  that  happen.  What  women,  es- 
pecially young  women,  desperately  need  are  education  and  access.  Those  instru- 
ments give  all  women  the  means  to  take  control  of  their  reproductive  health. 

As  a  pharmaceutical  company  serving  many  different  cxiltures,  Pharmacia  & 
Upjohn  recognizes  the  need  to  Unk  education  with  the  use  of  medicines.  We  also  rec- 
ognize the  importance  of  addressing  medical  issues  in  ways  that  meet  specific  social 
and  cultural  needs.  We  accept  the  responsibility  to  work  with  public  health  and 
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other  officials  at  all  levels  of  government  to  improve  the  health  status  of  all  women 
in  this  country. 

In  closing,  we  would  like  to  briefly  mention  a  few  initiatives  with  which  we  have 
been  involved,  citing  them  as  examples  of  the  types  of  effective  public-private  part- 
nerships that  can  make  a  significant  difference  in  advancing  the  cause  of  women's 
health: 

At  the  present  time  we  are  working  with  the  Alabama  state  Medicaid  agency,  the 
Alabama  Department  of  Public  Health,  and  the  Auburn  University  School  of  Nurs- 
ing to  help  them  create  literacy-appropriate  programs  on  unplanned  pregnancy. 
We've  provided  not  only  financial  support,  but  also  personnel,  and  professional  help 
and  materials.  These  programs  are  being  introduced  in  schools  and  family  planning 
clinics  throughout  Alabama. 

We  support  family  planning  and  reproductive  programming  on  the  Hispanic  radio 
network,  based  in  Santa  Fe,  New  Mexico.  We've  supported  the  National  Medical  As- 
sociation and  numerous  projects  of  the  Association  of  Reproductive  Health  Profes- 
sionals including  providing  written  materials  in  9  different  languages. 

We've  been  active  participants  in  Health  Watch  in  New  York  City  and  Healthy 
Start  in  Washington,  D.C. 

Finally,  about  a  year  and  a  half  ago,  we  under  took  a  program  to  increase  the 
availability  of  our  injectable  contraceptive,  Depo-Provera,  to  family  planning  clinics. 
Under  this  program,  we  assist  Title  X  cUnics  in  obtaining  Depo-Provera  for  patients 
who  fall  below  the  poverty  level.  Since  the  program  began,  we  have  provided  free 
supplies  of  Depo-Provera  for  nearly  a  quarter  of  a  million  women. 

Looking  outside  our  own  company,  we've  been  impressed  by  a  number  of  model 
programs  developed  by  groups  of  dedicated  community-based  organizations  such  as 
Planned  Parenthood  of  New  York's  Project  Street  Beat,  to  reach  teens  at  high  risk 
of  HIV  infection;  Latinas:  Partners  for  Health's  TAPP  program,  which  combines 
peer  education  with  theater  to  reach  out  to  young,  at-risk  Latina  women;  Settlement 
Health  in  East  Harlem,  which  serves  Latina  and  African  American  women  and 
which  has  become  an  integral  part  of  the  community. 

These  programs  are  exciting  because  they  are  working.  We  beUeve  that  with  addi- 
tional governmental  support  they  can  be  even  more  effective. 


Statement  of  Kathleen  Sazama,  M.D.,  J.D.,  American  Association  of  Blood 

Banks 

My  name  is  Kathleen  Sazama,  MD,  JD.  I  am  a  professor  of  Pathology  and  Labora- 
tory Medicine  and  Division  Director  of  Laboratory  Medicine  at  the  Medical  College 
of  Pennsylvania  and  Hahnemann  Health  Systems  in  Philadelphia,  Pennsylvania.  I 
offer  this  statement  on  behalf  of  the  American  Association  of  Blood  Banks  (AABB) 
to  provide  information  about  the  role  of  transfusion  medicine  research  in  improving 
women's  health.  I  appreciate  this  opportunity  to  comment  on  this  important  issue 
and  commend  the  Subcommittee  for  focussing  its  attention  on  women's  health  is- 
sues. 

the  AMERICAN  ASSOCIATION  OF  BLOOD  BANKS 

The  AABB  is  the  professional  society  for  nearly  9,000  individuals  engaged  in  blood 
banking  and  transftision  medicine.  AABB  members  include  many  physicians  and 
scientists  active  in  transfusion  medicine  research.  Much  of  this  research  covild  di- 
rectly improve  health  care  options  for  women. 

The  Association  also  represents  2,500  community  blood  collection  facilities,  hos- 
pital-based blood  banks  and  transfusion  services  including  the  American  Red  Cross 
Blood  Services  Regions.  These  facilities  are  responsible  for  collecting  virtually  all  of 
the  nation's  blood  supply  and  for  transfusing  more  than  80  percent  of  the  blood  used 
for  patient  care  in  the  United  States.  Our  highest  priority  has  always  been  blood 
and  transfusion  safety  with  a  focus  on  safe  blood  for  individual  recipients  and  blood 
that  is  available  for  all  who  need  it  when  they  need  it.  The  AABB  is  a  standard- 
setting  organization  that  inspects  and  accredits  blood  collection  and  transfusion 
service  facilities  and  also  provides  the  most  up-to-date  information  through  its  con- 
tinuing education  programs  and  publications. 

SCOPE  AND  IMPORTANCE  OF  TRANSFUSION  MEDICINE 

Transftision  medicine  is  a  multidisciplinary  medical  specialty  encompassing  both 
clinical  practice  and  basic  research  responsibilities.  Each  year  in  the  United  States, 
more  than  20  million  blood  components  are  transfused,  providing  fundamental  sup- 
port for  many  surgical  and  medical  treatments.  Blood  is  needed  for  the  care  of  pa- 
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tients  with  cancer;  for  trauma  and  bum  victims;  for  newborn  babies  needing  inten- 
sive care;  for  transplant  patients;  for  millions  of  patients  who  undergo  surgery;  and 
for  individuals  with  heart,  lung,  liver  or  bowel  diseases.  Quality  health  care  depends 
on  continued  progress  in  the  provision  of  safe  and  effective  transfusion  services.  In 
addition,  many  new  cutting-edge  technologies  are  on  the  forefront  in  transfusion 
medicine  that  will  improve  patient  care  in  the  future.  The  development  and  utiliza- 
tion of  these  and  other  scientific  advancements  depends  on  adequate  and  continued 
funding  for  transfusion  medicine  research. 

ROLE  OF  TRANSFUSION  MEDICINE  IN  WOMEN'S  HEALTH 

Treatment  options  for  diseases  specific  to  women  may  involve  transfusion  therapy. 
Peripheral  blood  progenitor  cell  collection  for  treating  breast  cancer 

Progenitor  cells  eventually  develop  into  the  red  blood  cells  that  carry  oxygen,  the 
white  blood  cells  that  restore  immunity  and  the  platelets  that  stop  bleeding.  These 
cells  are  found  in  the  bone  marrow  and  in  the  blood  stream  of  adult  women.  Re- 
search indicates  that  progenitor  cell  transplants  may  eventually  replace  bone  mar- 
row transplants  as  the  therapy  option  of  choice  for  a  variety  of  malignancies.  Be- 
cause of  their  ability  to  continually  renew  themselves,  hematopoietic  progenitor  cells 
may  also  become  the  ultimate  vehicle  for  curing  diseases  through  gene  therapy. 

Progenitor  cell  transplants  are  currently  used  to  treat  women  with  metastatic 
breast  cancer.  Progenitor  cells  circulating  in  the  woman's  blood  stream  are  collected 
by  cell  separation  or  "apheresis."  A  needle  is  inserted  in  the  patient's  arm  and  blood 
is  withdrawn  and  circulated  through  the  machine  to  extract  the  progenitor  cells.  All 
other  cells  are  returned  to  the  patient.  This  collection  takes  several  hours  and  may 
be  repeated  as  necessary. 

The  woman  then  undergoes  intensive  chemotherapy  to  destroy  the  tumor  cells. 
During  this  process  her  bone  marrow  is  destroyed.  The  previously  collected  pro- 
genitor cells  are  infused  into  the  woman's  bloodstream,  where  they  migrate  to  the 
interior  of  certain  bones  to  regenerate  the  woman's  bone  marrow.  Once  engrafted, 
the  peripheral  blood  progenitor  cells  produce  colonies  of  cells  that  eventually  develop 
into  red  blood  cells,  white  blood  cells,  and  platelets  and  possibly  enhance  the  anti- 
cancer effects  of  the  immune  system. 

Autologous  transfusion  therapy  for  pregnant  women 

Although  the  blood  supply  is  safer  than  ever  before,  autologous  blood  collected 
from  the  transfusion  recipient  is  still  recommended  in  some  situations.^  Obstetri- 
cians recommend  autologous  blood  collection  during  pregnancy  if  the  expectant 
mother  will  require  transfusion  therapy  during  delivery,  specifically  for  a  condition 
called  placenta  previa.  However,  this  procedure  is  not  indicated  for  normal  preg- 
nancies that  do  not  present  an  increased  need  for  transfusion. 

Additionally,  mothers  are  the  best  donors  of  platelets  for  infants  with  neonatal 
alloimmune  thrombocjix)penia  (a  life-threatening  disease  of  low  platelet  count)  and 
of  red  blood  cells  for  fetuses  with  severe  hemolytic  disease  of  the  newborn  who  re- 
quire intrauterine  transfusions.  Mothers  are  also  the  most  compatible  donors  for  in- 
fants with  certain  types  of  red  blood  cell  or  platelet  deficiencies  due  to  antibody 
problems. 

Serologic  testing  for  pregnant  women 

The  AABB's  Standards  for  Blood  Banks  and  Transfusion  Services  recommend  that 
the  ABO  and  Rh  type  of  each  pregnant  woman  be  ascertained  early  in  the  first  tri- 
mester. All  pregnant  women  who  test  Rh  negative  should  receive  Rh 
immunoglobulin  (RhIG)  therapy.  During  its  30-year  history  of  use,  RhIG  has  suc- 
cessfully prevented  the  development  of  hemolytic  disease  of  the  newborn  (HDN)  in 
over  98  percent  of  at-risk  babies.  (About  ten  percent  of  these  babies  would  likely 
have  died  and  countless  more  would  have  been  seriously  ill  from  HDN  if  RhIG  was 
not  available.)  Additionally,  the  AABB  recommends  that  pregnant  women  have  their 
blood  tested  for  all  potentially  harmful  red  blood  cell  antibodies.  If  antibodies  with 
the  potential  to  cause  hemolytic  disease  of  the  newborn  are  detected,  preventive 
measures  can  be  taken.  In  certain  pregnancies,  tests  for  platelet  and  leukocyte  anti- 
bodies are  warranted.  These  therapies  illustrate  the  need  for  adequate  prenatal 
care.  Women  must  have  access  to  early  prenatal  care  so  that  they  and  their  children 
can  benefit  from  available  therapies,  including  amniocentesis  and  cordocentesis  with 
fetal  transfusions  and  even  transplantation. 


1  With  the  licensure  of  the  HIV-1  Antigen  test  in  March,  experts  have  estimated  that  the  risk 
of  contracting  HIV  from  a  unit  of  screened  blood  is  now  less  than  1:563,000  to  1:825,000. 
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Placental  cord  blood  cell  collections 

New  mothers  are  increasingly  faced  with  the  decision  about  consenting  to  the  col- 
lection of  placental  cord  blood  at  the  birth  of  their  healthy  infant.  Scientists  have 
discovered  that  the  blood  from  the  placenta  and  umbilical  cord  is  rich  in 
hematopoietic  progenitor  cells  which  may  have  a  number  of  therapeutic  applica- 
tions. Thus,  education  in  this  area  is  critical  for  women  to  make  informed  decisions 
regarding  requests  for  collection  and  storage  of  these  cells  for  their  own  infants  or 
for  public  use. 

Although  the  total  volume  of  blood  collected  from  the  placenta  and  its  attached 
umbilical  cord  is  small,  the  amount  of  hematopoietic  progenitor  cells  is  great  enough 
to  perform  transplantation  in  children  with  leukemia  and  other  diseases.  Addition- 
ally, the  expectation  is  that  studies  in  progress  will  show  these  cells  are  also  useful 
in  treating  adults.  Funding  is  needed  to  study  the  optimal  methods  for  collecting, 
storing,  handling  and  using  this  precious  resource. 

Women  as  gatekeepers  for  family  health 

Chronic  anemia  due  to  sickle  cell  disease  thalassemia  (requiring  multiple  trans- 
fusions during  infancy,  childhood  and  youth)  affects  particiJar  ethnic  groups  dis- 
proportionately. In  families  with  single  parents,  often  it  is  the  mother  who  must 
oversee  the  child's  health  care  and  agree  to  transfusion  therapy.  For  example,  moth- 
ers of  sons  with  hemophilia  often  oversee  replacement  therapy  and  decide  between 
treatment  choices. 

Recommendations  for  appropriations 

To  assure  that  research  in  these  areas  of  women's  health  continues  to  advance, 
the  AABB  urges  the  subcommittee  to  increase  funding  for  the  transfusion  medicine 
research  activities  of  the  National  Institutes  of  Health  and  especially  the  National 
Heart,  Lung,  and  Blood  Institute. 

The  AABB  also  urges  the  Health  Care  Financing  Administration  to  develop  reim- 
bursement policies  that  will  fully  reimburse  health  care  providers  who  render  these 
services  to  beneficiaries  of  the  Medicare  and  Medicaid  programs. 


Statement  of  Mark  Bencivengo,  Assistant  Health  Commissioner  for  the 
Philadelphia  Department  of  Public  Health,  Philadelphia,  PA 

My  name  is  Mark  Bencivengo.  I  am  Assistant  Health  Commissioner  for  the  Phila- 
delphia Department  of  Public  Health,  where  I  am  Director  of  the  Coordinating  Of- 
fice for  Drug  and  Alcohol  Abuse  Programs  (CODAAP).  I  want  to  thank  you  for  the 
opportunity  to  submit  written  testimony  on  this  extremely  important  issue.  Our  of- 
fice has  specifically  focused  on  the  needs  of  women  in  planning  for  substance  abuse 
treatment  services  for  more  than  a  decade.  During  that  time  we  have  seen  an  in- 
crease in  the  demand  for  services  as  the  needs  of  the  women  we  traditionally  serve 
have  become  more  complex.  My  testimony  will  address  a  number  of  these  needs. 

Almost  ten  years  ago  CODAAP  provided  funding  to  open  a  residential  program 
for  women  and  their  children.  In  the  ensuing  years,  several  additional  residential 
programs  for  pregnant  women  and  women  with  children  have  opened.  CODAAP  cur- 
rently funds  7  residential  treatment  programs  that  have  the  capacity  to  serve  130 
pregnant  or  parenting  chemically  dependent  women  and  their  children.  In  addition 
there  approximately  30  outpatient  programs  funded  by  CODAAP  that  address  the 
needs  of  women,  including  pregnant  or  parenting  women.  Of  particular  note  is  one 
outpatient  program  that  is  a  methadone  maintenance  program  for  opiate  addicted 
women.  Another  innovative  outpatient  program  provides  long-term  comprehensive 
services  to  substance  abusing  women  to  prevent  out-of-home  placement  of  their 
newborns  through  a  mentor  home  model. 

Despite  this  commitment  we  have  concerns  regarding  the  funding  of  many  of 
these  services.  With  the  advent  of  managed  care  in  the  public  sector,  we  are  seeing 
almost  no  referrals  in  recent  years  by  managed  care  organizations  (MCbs)  to  resi- 
dential programs  that  serve  women.  Particularly  for  pregnant  women  and  women 
with  children,  we  believe  that  these  programs  are  both  effective  and  cost-efficient 
in  the  long  run.  Managed  care  organizations  appear  to  look  at  the  short-term  cost 
without  seeing  the  overall  benefits.  The  reasons  for  the  MCOs'  failure  to  utilize 
these  services  should  be  explored  more  closely.  We  view  these  services  as  a  priority 
for  continued  funding. 

A  related  issue  to  substance  abuse  treatment  for  women  is  family  violence.  In  the 
programs  funded  by  CODAAP,  between  70  and  80  percent  of  the  women  served 
identify  histories  of  abuse  that  extend  back  to  and  throughout  childhood.  We  have 
been  able  to  address  these  issues  primarily  through  a  component  of  the  Philadelphia 
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Target  Cities  Treatment  Improvement  Project,  the  Federal  demonstration  project 
funded  by  the  Center  for  Substance  Abuse  Treatment  (CSAT).  Individuals  in  treat- 
ment are  able  to  receive  counseling  for  domestic  violence  and  sexual  abuse  problems 
through  referrals  to  providers  who  have  special  expertise  in  these  areas.  These  pro- 
grams are  critical  not  only  for  addressing  the  problems  of  the  women  they  serve  but 
also  for  assuring  the  future  well  being  of  their  children  who  are  at  heightened  risk 
of  abuse  themselves.  Continued  support  of  these  programs  is  essential  to  reduce  the 
impact  of  family  violence. 

In  Philadelphia,  women  continue  to  be  the  fastest  growing  group  of  persons  with 
AIDS.  In  1995,  the  number  of  new  AIDS  cases  increased  for  women  across  all  races 
as  compared  to  1994.  The  increase  in  women's  risk  of  AIDS  is  related  in  part  to 
a  rising  risk  among  heterosexuals.  For  heterosexual  women,  a  significant  factor  in 
the  increase  in  AIDS  has  been  their  exposure  through  sex  partners  who  are  injec- 
tion drug  users.  Among  all  risk  factors  for  AIDS  among  Philadelphians,  injection 
drug  users  who  report  heterosexual  contact  are  increasing  at  the  greatest  rate,  to 
the  point  where  they  were  the  largest  risk  group  in  1995.  In  addition  to  continuing 
to  provide  substance  abuse  treatment  for  infected  male  sex  partners,  a  comprehen- 
sive array  of  prevention,  intervention  and  treatment  services  must  be  made  avail- 
able for  these  women. 

One  of  the  special  populations  that  has  increasingly  received  our  attention  in  re- 
cent years  is  women  involved  in  the  criminal  justice  system  who  have  substance 
abuse  problems.  The  most  recent  data  we  have,  for  calendar  year  1993,  indicates 
that  for  all  women  arrestees  in  Philadelphia,  79  percent  tested  positive  for  drug  use. 
In  the  past  decade  the  female  population  in  Federal  and  State  prisons  has  more 
than  doubled.  Much  of  this  is  a  result  of  mandatory  minimum  sentencing  for  drug 
offenses  both  at  the  State  and  Federal  levels.  These  women  are  frequently  single 
heads  of  households  struggling  with  both  addiction  and  poverty.  They  are  dispropor- 
tionately women  of  color  who  are  caring  for  dependent  children  with  little  family 
or  social  support.  Approximately  25  percent  are  either  pregnant  or  postpartum  at 
the  time  of  entry  into  prison,  and,  in  addition  to  addiction  and  pregnancy,  they 
enter  with  a  host  of  medical  problems,  including  HIV/AIDS,  other  sexuadly  transmit- 
ted diseases  and  tuberculosis.  These  women  need  a  comprehensive,  multi-discipli- 
nary approach  to  meeting  their  needs,  including  addiction  treatment,  prenatal  and 
obstetric  care,  child  care,  parenting  education,  counseling,  and  educational  and  voca- 
tional training.  Where  viable,  community  alternatives  to  incarceration,  using  this 
multi-disciplinary  approach,  have  been  demonstrated  to  be  effective  and  less  expen- 
sive than  incarceration. 

The  needs  that  I  have  identified  are  striking  to  the  degree  that  they  are  inter- 
related. Poverty,  lack  of  education,  violence  and  poor  health  status  are  all  fun- 
damental conditions  that  evolve  to  addiction,  physical  and  sexual  abuse,  teen  preg- 
nancy, joblessness  and  incarceration.  While  prevention  activities  must  be  focused  at 
the  early  stages  in  order  to  head  off"  these  problems,  there  must  be  a  balanced  effort 
to  provide  care  for  women  who  are  in  need  of  a  wide  variety  of  services. 

I  thank  you  again  for  the  chance  to  provide  testimony. 


Letter  From  Patricia  R.  Cooney 

Bryn  Mawr,  pa,  May  10,  1996. 
Hon.  Arlen  Specter, 

Dirksen  Senate  Office  Building,  Subcommittee  on  Labor,  Health  and  Human  Serv- 
ices, and  Education,  and  Related  Agencies,  Washington,  DC. 

Dear  Senator  Specter:  Thank  you  for  inviting  me  to  attend  the  special  hearing 
of  the  United  States  Senate  Appropriations  Committee  on  May  6,  1996  in  Philadel- 
phia. Each  panelist  was  knowledgeable,  prepared,  interesting  and  dedicated.  I 
thought  that  also  of  both  senators  and  both  congressmen 

You  invited  attendees  to  write  to  you  with  observations  if  one  so  chose,  and  honor- 
ing your  2-page  limitation,  I  submit  the  following. 

As  a  result  of  listening  to  the  9  panelists  and  my  own  independent  observation 
of  our  society,  the  priorities  I  believe  that  should  be  applied  to  the  areas  that  need 
attention  are 

1.  Illegal  drugs. — Negative  impact  on  individual;  his/her  family,  and  the  conrniu- 
nity.  Lack  of  productivity  of  the  individual,  health  impact  on  individual,  violence  in 
the  family,  violence  in  the  community,  crime  to  support  habit.  Illegal  drugs  are  part 
of  most  of  the  social  problems  in  our  country.  Drugs  are,  I  believe,  the  No.  1  problem 
in  our  country  and  until  and  unless  it  is  addressed,  society  will  increasingly  deterio- 
rate. We  need  a  national  strategy  to  eliminate  illegal  drugs. 

2.  Education  re: 
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(a)  Illegal  drugs  and  negative  potential. 

(b)  Prevention  of  unwanted  pregnancies.  Abstinence  is  not  just  an  option — It  is 
100  percent  reliable  and  has  no  medical  side  effects. 

(c)  Implementation  in  medical  school  and  graduate  medical  programs  of  research 
available  about  women's  health  issues  (recommendation  of  Dr.  Glenda  Donoghue). 

(d)  Mental  health — (1)  For  society;  (2)  For  primary  care  physicians  (see  c.  above); 
and  (3)  Vis-a-vis  insurance  discrimination.  Need  to  integrate  into  general  health 
care  system  (recommendation  of  Kathryn  M.  Lindsay). 

(e)  Help  available  for  those  experiencing  domestic  violence  (recommended  by 
Nancy  Durborrow,  Cynthia  Boehmer  and  Marilyn  Levan). 

(0  Prevention  of  osteoporosis  (annual  cost  exceeds  $10  billion  per  Dr.  Fitz- 
simmons). 

Education  can  be  corrective  and  informative,  but  very  importantly  it  can  provide 
the  "student"  with  "tools"  that  permit  the  building  of  self  esteem  and  dignity. 

I  suggest  a  Federal  nationwide  request  for  proposal  for  a  pilot  program,  grade  ap- 
propriate, to  be  taught  in  preschool,  K-12,  and  in  college  re  what  is  a  family,  how 
a  family  is  created,  responsibilities  of  family  members,  how  members  in  a  family 
treat  one  another,  how  a  family  interacts  with  other  families — community.  If  a  child 
is  not  being  instructed  at  home  how  to  respect  oneself  and  others  or  is  receiving 
violent,  negative  instruction,  society  should  actively  have  in  place  instruction  in 
school  that  will  teach  respect  of  oneself  and  others,  the  dignity  of  each  person  no 
matter  who,  and  that  violence  is  a  serious  offense  and  should  never  be  found  in  the 
home  (or  elsewhere). 

There  could  be  a  request  for  proposal  for  each  state.  There  would  be  federal  end- 
ing by  grant  to  each  state  for  implementation  of  the  state-selected  winning  proposal. 
The  50  winning  proposals  would  be  federally  reviewed  and  evaluated,  and  the  re- 
sults of  federal  review  shared  with  each  state.  Measurable  expectations  should  be 
part  of  the  proposal  with  a  time  frame  delineated. 

3.  Research. — breast  cancer  (direct  and  indirect  annual  costs  $16  billion  per  Dr. 
Weber.). 

If  you  have  any  questions.  111  try  to  respond  promptly. 
Sincerely, 

Patricia  R.  Cooney. 
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STATEMENT  OF  MICHELLE  ETLIN,  DIRECTOR,  AMICUS  CURIAE 
PROGRAM,  OPERATION  Z,  WASHINGTON,  DC 

Thank  you  for  your  support  for  the  Office  on  Women's  Health, 
and  for  soliciting  the  input  of  the  women's  health  community  in 
your  work  setting  priorities  and  discussing  funding  needs  for  its 
programs,  so  that  it  can  become  a  more  effective  force.   The  May 
6,  1996  hearings  in  Philadelphia  were  informative  and  important. 
Since  the  topics  for  discussion  were  already  set  out,  however, 
there  were  necessarily  areas  that  could  not  be  covered,  but  which 
are  of  crucial  importance  to  women's  health.   We  were  pleased 
that  the  presentations  on  breast  cancer,  heart  and  lung  disease, 
osteoporosis,  Alzheimer's  Disease,  family  violence,  minority 
health,  mental  health  and  substance  abuse,  eating  disorders, 
autoimmune  disease,  HIV/AIDS,  family  planning  and  scleroderma 
were  so  helpful.   We  are  particularly  glad  that  you  had  the 
foresight  to  recognize  "Missiles  to  Mammograms"  as  a  creative 
solution  and  to  fund  that  wise  investment  in  protecting  future 
generations  of  American  women  from  breast  cancer. 

We  are  attaching  to  this  cover  letter  certain  addenda  that 
we  believe  are  also  important  for  the  Committee  to  have  a  com- 
plete view  of  the  considerations  to  be  taken  into  account  when 
deciding  how  and  where  to  apportion  attention  and  funds  for 
women's  health. 

Operation  Z  is  a  non-profit  organization  devoted  to  the 
prevention  of  and  remedy  for  child  abuse.   We  are  an  all- 
volunteer  grass-roots  group  that  offers  direct  assistance  and 
support  to  protective  parents  of  abused  and  at-risk  children.   As 
such,  we  often  become  aware  of  special  problems  facing  the 
protective  parents  of  abused  children  as  they  try  to  deal  with 
the  judicial,  health  care,  and  social  services  system,  and  we  try 
to  help  solve  these  problems.   We  are  not  lobbyists.   We  inform 
the  legislatures  about  problems  we  perceive  whenever  we  feel  it 
is  important,  in  the  interests  of  the  children  of  this  country, 
but  we  do  not  support  any  particular  candidates  or  platforms.   We 
are  most  interested  in  making  available  to  you  the  results  of  our 
work,  and  our  ideas,  so  that  you  may  use  them  in  the  endeavors  we 
all  support  so  heartily. 

We  were  gratified  when  Mr.  Fattah  pointed  out  that  there  was 
a  connection  between  teen-age  pregnancy  and  the  fact  that  the 
biological  fathers  of  the  babies  were  adult  men,  and  it  was 
interesting  to  learn  from  Ms.  Boehmer  that  there  is  an  increasing 
trend  toward  older  men  preying  upon  younger  girls,  particularly 
virgins,  so  that  their  sexual  exploits  may  be  less  likely  to 
expose  them  to  HIV  disease.   There  was  speculation  about  what  to 
do  about  this  phenomenon  —  were  the  statutory  rape  laws  to  be 
used  to  discourage  these  practices?   We  believe  that  the  sexual 
involvement  of  young  girls  with  older  men  is  child  sexual  abuse, 
and  that  girls  who  do  not  have  the  knowledge  and  experience  to 
protect  their  health  cannot  make  "informed  consent"  about  sex. 
Frankly,  we  feel  that  a  pregnant  teen-ager  has,  ipso  facto,  been 
sexually  molested  (unless  her  sexual  partner  was  a  child  and  the 
act  was  consensual  as  well).   This  is  an  example  of  how  social 
conditions  can  give  rise  to  serious  unexpected  and  unmeasured 
challenges  to  women's  health.   There  are  many  other  areas  in 
which  unfortunate  social  situations  cause  threats  to  women's 
health,  and/or  create  problems  for  women  in  accessing  and  using 
the  protective  and  remedial  elements  of  the  health  care  system 
that  we  do  already  have. 

Although  only  one  of  our  Operation  Z  volunteers  actually 
attended  the  hearing  in  Philadelphia,  she  reported  to  many  of  us 
and  we  in  turn  read  the  testimony  submitted  by  the  nine  pre- 
senters and  discussed  the  areas  in  which  we  hoped  to  contribute. 
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Some  of  our  volunteers  who  discussed  and  offered  commentary  that 
is  found  in  this  document  are  professionals  in  the  fields  of 
psychology,  psychiatry,  sociology,  medicine  (including  physi- 
cians), law,  African  American  history,  and  public  health.   In 
general,  the  areas  we  are  covering  in  these  addenda  are  as 
follows: 

*  The  need  for  aggressive  research  programs  to  examine  why,  in 
the  age  group  25-40,  there  is  such  a  challenge  to  women's 
mental  health  and,  to  the  extent  possible,  remedial  programs 
to  change  this  terrible  trend; 

*  The  need  for  aggressive  research  programs  to  determine  the 
effect  upon  women's  health  of  certain  pernicious  forms  of 
child  abuse,  such  as  incest  and  child  sexual  abuse  and,  to 
the  extent  possible,  remedial  programs  to  change  this 
terrible  trend; 

*  The  need  for  aggressive  research  programs  to  determine  the 
effect  upon  women's  health  of  certain  negative  social  influ- 
ences, such  as:  systematic  oppression  of  mothers,  rising 
divorce  rates;  sexual  harassment  on  the  job;  sexual  assault 
both  in  and  out  of  the  home;  discrimination  in  the  delivery 
of  health-care  and  other  social  services;  injustices  in 
family  law  administration;  etc.,  and  to  the  extent  possible, 
remedial  programs  to  change  these  terrible  trends; 

*  The  need  for  the  inclusion  of  certain  categories  of  "special 
concerns"  in  women's  health,  including  but  not  limited  to: 
post-traumatic  stress  syndrome  resulting  from  child  abuse 
and/or  sexual  assault/harassment;  post-traumatic  stress 
syndrome  resulting  from  family  violence;  substance  abuse  and 
alcoholism  resulting  from  childhood  victimization;  post- 
traumatic stress  syndrome  and  depression  resulting  from 
"system  victimization"  as  adults  and  mothers;  and  the 
special  health-care  needs  of  women  in  the  military. 

*  The  need  for  programs  to  develop  what  Senator  Biden  calls 
the  "moral  elements"  of  education,  for  example:  programs  to 
educate  teen-age  boys  regarding  responsibility  toward  girls 
and  women;  programs  for  nen  who  have  been  violent,  to  help 
disseminate  an  atmosphere  that  squarely  blames  abusers  for 
abuse,  disallowing  the  unfortunate  tendency  to  blame  the 
victims;  programs  for  the  biological  fathers  of  the  children 
of  teen-age  unwed  mothers,  to  encourage  responsibility  and 
respect  for  the  mothers  of  their  offspring; 

*  The  need  for  programs  not  only  to  encourage  the  medical  and 
mental  health  communities  to  progress  in  their  usefulness  to 
women  and  children  subjected  to  violence,  but  also  to  do  the 
same  within  the  legal  system,  since  both  systems  must  work 
if  there  is  to  be  remedy  for  these  ills; 

*  The  need  for  expansion  and  improvement  in  the  Community  and 
Migrant  Health  Centers,  which  act  as  "physician  of  last 
resort"  to  those  women  who  are  unable  to  afford  health  care 
elsewhere. 

*  The  need  for  the  expansion  and  improvement  of  all  social 
services  systems  that  aid  economically  disadvantaged  women 
of  all  ages,  with  and  without  homes,  with  and  without 
children,  so  that  their  health  does  not  deteriorate  more 
than  the  harsh  conditions  of  their  life  already  causes; 

*  The  need  for  genuine  consideration  of  innovation  and  radical 
(in  the  sense  of  roots,  fundamental  issues)  solutions  to  the 
problems  of  substance  abuse  and  all  the  associated  problems 
and  threats  to  women's  health; 
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*  The  need  for  the  dialogue,  innovation,  and  community 
cooperation  in  the  area  of  firearms  and  weapons  control; 

*  The  need  to  tax-incentive  programs  to  encourage  volunteer- 
ism,  pro  bono  contributions  by  professionals,  and  grass- 
roots efforts  to  change  our  whole  society,  especially  to 
transform  the  "morally  neutral  by-stander"  into  a  concerned 
citizen,  actively  adopting  and  using  a  sense  of  moral  out- 
rage to  stop  various  practices  that  are  destructive  of  the 
health  and  welfare  of  mothers  and  children. 

We  are  not  suggesting  that  this  is  a  comprehensive  list  of 
the  areas  we  believe  are  important  for  women's  health  at  this 
moment  in  our  country's  history.   We  merely  hope  to  help  flesh 
out  the  list  to  include  some  of  the  most  urgent  medical  and 
social  challenges  women  in  America  are  facing  today. 

We  believe  that  more  than  anything  else,  the  establishment 
of  an  "Office  for  Maternal  and  Child  Health  and  Welfare"  within 
the  Office  on  Women's  Health  would  be  an  important  step  toward 
solving  some  of  the  problems  and  meeting  some  of  the  challenges 
brought  up  by  the  addenda.   We  hope,  by  submitting  this  document 
for  inclusion  in  the  hearing  record,  to  open  up  discussions  on  a 
very  important  agenda. 

Thank  you  for  your  interest  and  concern. 

Addendum  #1  -  Inability  to  Access  Shelter  Protection 
for  Victims  of  Domestic  Violence  Who  Have  Children 

INTRODUCTION:  We  know  that  there  are  nowhere  near  the  number  of 
shelters  available,  nation-wide,  that  are  needed  to  protect 
women,  even  on  a  short  term  basis,  from  the  devastating  effects 
of  domestic  violence.   Another  problem,  moreover,  is  that  most  of 
those  shelters  cannot  provide  for  a  woman  with  children,  although 
it  has  been  shown  that  perpetrators  of  violence  against  women  are 
also  dangerous  toward  children.   (The  Lisa  Steinberg  case  in  New 
York  was  a  prime  example  of  this.)   Some  case  histories  show  the 
results  of  this  problem: 

If  a  battered  woman  cannot  get  immediate  and  secure  legal  help, 
she  is  often  forced  to  flee  before  she  can  finish  the  court 
process.   If  she  has  a  child  by  the  abuser,  he  can  often  get  ex 
parte  court  orders  giving  him  access  to  or  custody  of  the 
children,  because  she  cannot  appear  to  defend  the  action,  having 
escaped  to  protect  herself  and  her  children.   Battered  women's 
shelters  in  a  midwestern  state  turn  away  women  who  have  children 
in  most  cases,  and  in  those  cases  where  they  are  sheltered,  it 
has  proven  very  dangerous  for  the  women  to  remain  in  shelter  care 
or  to  access  health  or  human  services  while  in  shelter  care. 
About  two  years  ago,  a  woman  who  was  fleeing  to  escape  physical 
violence  from  her  husband  was  "turned  in"  because  she  had  taken 
her  children  with  her  to  a  shelter.   In  fear  of  her  husband 
getting  an  ex  parte  custody  order  to  remove  her  children  and  bar 
her  from  seeing  them,  she  had  used  an  assumed  name.   She  was 
discovered  and  arrested  in  the  shelter  and  the  children  were 
summarily  removed.   The  woman  was  prosecuted  as  if  she  were  the 
criminal;  meanwhile  all  charges  had  been  dropped  against  her 
abuser;  and  the  children  were  handed  over  to  him  kicking  and 
screaming  in  terror.   The  women  who  ran  that  shelter  were  appar- 
ently threatened  with  a  loss  of  funding  if  they  were  to  provide 
shelter  to  a  woman  like  that  again.   The  domestic  violence  that 
had  preceded  this  woman's  flight  into  shelter  care  was,  inciden- 
tally, substantiated  over  and  over.   The  woman's  health  deter- 
iorated and  she  was,  at  last  report,  suffering  from  post-trauma- 
tic stress  disorder,  depression,  bleeding  ulcers,  and  a  disabling 
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anxiety  disorder,  all  in  addition  to  a  permanent  back  injury  from 
a  beating  she  had  endured  before  running  away. 

In  New  Jersey,  a  mother  (originally  a  registered  nurse  with  a 
healthy  career)  was  beaten,  raped  and  tortured  by  her  husband. 
Finally  she  fled  the  state  because  the  local  shelters  could  not 
provide  for  her  with  her  three  children.   She  returned  to  her 
parents'  home  but  learned  that  her  husband  had  gotten  a  fraudu- 
lent divorce  ex  parte,  granting  him  custody  of  the  children,  and 
that  he  was  sending  law  enforcement  officers  to  take  the  children 
from  her.   She  fled  again,  driving  a  van  across  the  country  with 
her  children  to  escape  the  abuser  and  the  law.   The  FBI  parti- 
cipated in  a  "bust"  and  later  admitted  that  they  had  erred  in 
doing  so,  but  the  results  of  their  error  were  never  corrected  at 
any  level.   The  children  were  picked  up  and  transported  back  to 
New  Jersey  by  a  social  worker  from  DYFS  who  reported  that  they 
screamed,  cried  and  pleaded  with  her  not  to  turn  them  over  to 
their  father.   They  also  revealed  sexual  and  physical  abuse  by 
him  of  them,  which  was  substantiated  by  child  protective  ser- 
vices; there  was  even  physical  evidence  (torn  hymenal  tissue  from 
sexual  penetration).   Nevertheless  the  children  were  given  to 
their  father  and  their  mother  was  declared  by  the  judge  to  be 
"psychologically  impaired"  because  of  her  flight  to  escape  abuse. 
Therefore,  she  was  not  permitted  to  visit  her  children  because 
her  "psychological  problems"  made  her  "unfit."   This  woman's 
health  suffered  to  such  an  extent  that  she  is  now  disabled,  unem- 
ployed, and  chronically  ill.   She  suffers  from  post-traumatic 
stress  disorder,  anxiety  disorder,  persistent  bouts  of  major  dep- 
ression, sleep  disorder,  nightmares,  and  a  natural  mistrust  of 
the  authorities  that  makes  it  even  more  difficult  to  treat  her 
illness.   In  addition,  she  recently  had  a  miscarriage  that  led  to 
massive  infection  that  she  could  not  combat;  her  condition  at  the 
moment  is  precarious.   There  is  no  reason  in  her  health  history 
for  this  kind  of  physiological  break-down  at  her  age,  other  than 
the  unbearable  stress  and  anxiety  produced  by  the  system  itself. 

In  New  York,  the  domestic  violence  shelter  in  a  certain  county  is 
run  by  the  wife  of  the  Family  Court  judge  in  that  county,  who  has 
a  reputation  for  "disbelieving"  that  women  and  children  are 
abused.   Because  of  the  communication  between  this  judge  and  his 
wife,  women  are  not  safe  in  the  shelter  if  their  husbands  ask  the 
Family  Court  for  custody  of  the  children  and/or  restraining 
orders  against  their  wives  from  seeing  the  children.   There  have 
been  cases  when  mothers  fleeing  into  the  shelter  for  protection 
from  violence  have  been  "turned  in"  by  the  shelter  itself.   Of 
course,  everything  that  is  done  is  then  legitimized  by  the  Family 
Court,  which  "finds"  that  there  was  no  abuse  and  that  the  mother 
who  fled  from  abuse  that  "didn't  happen"  was  psychologically 
impaired.   The  net  result  is  that  a  mother  in  that  county  who 
does  not  know  what  may  happen  to  her  walks  right  into  a  trap. 
The  mother  in  that  county  who  does  know  what  may  happen  to  her 
usually  prefers  to  stay  in  the  abusive  home  and  take  her  chances 
than  to  go  to  the  shelter  and  lose  her  rights  and  her  children. 
The  result  is  a  challenge  to  every  battered  woman  in  the  county 
and  prevents  them  from  accessing  what  little  help  there  is. 

In  West  Virginia,  a  mother  sought  shelter  care  with  two  children. 
The  director  of  the  shelter  heard  her  story  about  the  violent 
rages,  alcoholism,  and  sexual  abuse  of  her  children  by  her  ex- 
husband,  and  she  took  her  to  the  Social  Security  Administration 
to  ask  for  a  new  SSI  under  a  program  that  allows  this  for  victims 
of  violence  who  are  trying  to  evade  the  "search  and  destroy" 
abusers  who  employ  private  detectives  to  hunt  down  their  victims. 
This  mother  simply  wanted  to  be  able  to  support  herself  and  her 
children  once  again.   The  social  security  office,  however, 
rejected  her  application  because  her  ex-husband  had  made  it  into 
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court  before  she  made  it  into  shelter  care,  and  he  had  an  order 
from  a  judqe  that  said  she  was  guilty  of  "kidnapping"  her  chil- 
dren when  she  escaped  abuse.   In  the  county  where  that  court 
order  was  signed,  the  court  that  deals  with  abuse  is  a  different 
court  from  the  one  that  deals  with  custody,  and  therefore,  the 
evidence  of  abuse  was  never  considered  in  the  custody  decision 
that  helped  the  father  force  the  mother  out  of  hiding.   Her  older 
child  was  not  even  that  father's  child.   Nevertheless,  she  was 
turned  in,  jailed,  and  both  children  were  removed;  the  younger 
was  given  to  the  alcoholic  father  and  the  older  ended  up  in 
foster  care  with  strangers.   The  mother  now  suffers  from  ulcers, 
an  eating  disorder,  and  a  return  to  alcoholism  herself  after  she 
had  been  "dry"  for  the  last  14  years.   Since  she  is  a  heavy 
smoker  and  has  poor  nutrition,  her  condition  is  probably  life- 
threatening. 

In  Georgia,  a  mother  was  not  allowed  in  a  shelter  with  her 
children  because  they  could  not  accommodate  male  children  over 
the  age  of  12,  and  she  had  a  13  year  old  boy  as  well  as  a  four- 
year  old  girl.   She  was  escaping  physical  and  sexual  abuse  of 
herself  and  both  children.   The  boy  had  been  forcibly  sodomized 
several  times,  but  the  vicissitudes  of  the  court  system  and  the 
fact  that  the  boy  was  mentally  retarded  made  it  very  difficult  to 
get  the  necessary  testimony  and  information  on  the  record  to 
protect  him.   To  make  matters  worse,  the  mother  was  poor  and  the 
father  had  aggressive  counsel  who  was  well  connected  in  the  area. 
The  mother  became  so  distraught  and  incapacitated  by  stress  that 
she  "gave"  the  boy  to  someone  who  promised  to  care  for  him,  but 
who  apparently  found  it  too  taxing.   While  the  mother  was  in 
hiding  in  the  shelter,  the  boy,  who  could  not  understand  what  had 
happened  to  him,  became  unmanageable  and  was  surrendered  to  a 
psychiatric  hospital.   That  hospital  billed  the  father's  Blue 
Cross/Blue  Shield,  resulting  in  the  father  locating  the  child  and 
taking  him  back  without  a  best  interests  hearing  of  any  kind.   No 
evidence  had  been  given,  even  to  the  hospital,  about  his  prior 
experience  of  sexual  assault  by  his  father.   The  mother  then  fled 
but  was  not  able  to  arrange  for  her  own  and  her  baby's  care,  and 
soon  abandoned  her  baby  after  an  automobile  accident,  so  that  the 
child  ended  up  in  foster  care.   Eventually,  the  children  were 
handed  over  to  the  father  and  the  original  allegations  of  abuse 
against  mother  and  both  children  were  dropped  for  lack  of  prose- 
cution.  The  mother  turned  to  drug  use  to  forget  her  pain.   We 
cannot  get  current  information  about  the  children. 

Addendum  #2  -  Women  Unable  to  Access  Health  Care 
Because  of  Problems  in  the  Legal  and  Social  Services  System 

INTRODUCTION:  There  is  a  trend  in  the  legal  system  to  allow  peti- 
tioners in  family  court  to  use  that  forum  for  vague,  slanderous 
and  even  scandalous  accusations  against  women  to  prejudice  judges 
into  making  adverse  decisions  against  them  in  custody  and  divorce 
trials.   As  a  result  of  this  trend,  such  women  cannot  usually 
turn  to  medical  and  mental  health  professionals  for  help,  because 
the  "confidentiality"  of  the  doctor/patient  relationship  is  eas- 
ily penetrated  by  a  judge,  and  even  by  lawyers  who  pretend  to 
have  judicial  permission  for  such  outrages.   Mothers  are  afraid 
to  get  help  because  it  can  be  used  against  them.   Some  examples 
of  the  problem  that  arises  when  doctor/patient  relations  are 
disturbed  are  the  following: 

A  mother  lost  custody  because  a  mental  health  professional 
testified  that  she  was  "depressed"  and  that  depression  was  a 
mental  illness.   Although  he  admitted  that  her  functioning  was 
fine,  and  that  she  was  depressed  about  the  divorce  and  custody 
trial  itself,  the  judge  took  custody  away  from  her. 
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A  mother  got  medication  for  migraine  headaches  and  was  accused  of 
being  a  drug  abuser.   The  judge  had  no  other  information  before 
him,  but  decided  that  the  father  should  have  custody  because  "the 
mother  cannot  make  it  without  help  in  the  form  of  medications." 

A  mother's  mother  (the  baby's  grandmother)  was  taking  pres- 
cription Valium  and  the  father,  himself  a  physician,  charged  that 
it  was  medical  neglect  to  allow  the  baby  to  play  in  the 
grandmother's  house  where  he  could  get  dangerous  drugs.   He  said 
the  grandmother  was  not  mentally  competent  to  protect  the  baby 
from  accidentally  taking  her  medication.   The  only  proof  of  this 
was  the  fact  that  she  was  on  valium  to  start  with.   The  father 
got  custody  without  any  further  evidence. 

A  mother  was  physically  abused  and  her  children  were  frightened 
by  the  beatings,  which  they  witnessed.   The  mother  was  blamed  for 
the  beatings  by  the  mental  health  professional,  who  said  she 
could  not  "parent  the  children  with  authority  and  stability" 
because  of  the  violence  in  the  home.   So  she  lost  the  children 
for  "allowing  violence." 

A  mother  was  labeled  "psychotic"  by  the  social  service  personnel 
because  she  had  given  birth  to  her  baby  by  C-section.   The  social 
workers  did  not  consider  the  medical  reason  for  the  C-section  or 
consult  the  doctor;  they  took  the  father's  word  for  it  that  the 
doctor  performed  the  C-section  because  "he  thought  she  was  crazy 
and  he  didn't  want  to  risk  natural  birth;  she  was  too  afraid  of 
the  pain  of  childbirth."   The  mother  denied  this,  saying  that  al- 
though everyone  was  afraid  of  the  pain  of  childbirth,  that  had 
nothing  to  do  with  the  C-Section.   The  mother  lost  custody. 

A  mother  was  judged  to  be  "possibly  unfit  in  the  future"  because 
she  was  molested  as  a  child,  and  the  judge  said  it  was  in  the 
literature  that  sometimes  parents  who  have  been  abused  will  abuse 
their  own  children.   This  woman  was  so  discouraged  by  the  fact 
that  her  resort  to  mental  health  care  was  used  against  her  that 
she  thereafter  refused  to  consult  mental  health  professionals, 
even  when  she  needed  their  assistance. 

A  mother  was  considered  psychologically  unfit  for  custody  because 
she  had  made  a  report  to  the  police,  three  years  before  the 
custody  battle  started,  that  she  had  been  raped  on  the  way  home 
from  work.   There  was  no  evidence  that  the  rape  had  not  occurred, 
and  in  fact,  the  hospital  report  indicated  that  it  had  occurred. 
The  father  said,  however,  that  he  never  believed  the  mother  about 
the  rape  and  that  "her  credibility  just  isn't  there."   The  judge 
agreed  that  the  mother  lacked  credibility  and  "there  is  this 
problem  with  her  imagination,  believing  she  was  raped  and  so 
forth,"  and  he  deprived  her  of  custody.   She  never  got  profes- 
sional help  for  the  mischief  this  caused  in  her  life. 

A  mother  had  surgery  for  an  abdominal  condition,  and  as  a  result 
of  the  surgery,  often  could  not  eat  or  could  not  keep  her  food 
down.   In  spite  of  her  surgeon  supplying  a  meticulous  description 
of  her  problem,  she  was  accused  of  being  "anorectic"  and  the 
judge  decided  that  she  was  too  mentally  unstable  to  have  custody. 

A  mother  was  "accused"  of  having  post-partum  depression  when  in 
fact  her  husband  had  been  abusive  of  her  while  she  was  pregnant 
and  after  the  baby  was  born,  his  abusiveness  increased.   He 
attributed  all  her  problems  to  post-partum  depression  and  her  own 
descriptions  of  the  things  he  was  doing  were  ignored.   The  baby 
was  taken  from  her  while  it  was  still  nursing;  she  was  allowed  to 
visit  the  baby  four  times  per  day  for  a  half  hour  during  the  time 
that  the  baby  still  nursed,  to  breast-feed  it  and  leave.   There- 
after, her  visitation  was  restricted  to  one  day  per  week.   The 
abuse  charges  against  the  father  were  never  litigated. 


97 


A  mother  who  had  visited  a  psychotherapist  four  times  was  des- 
cribed as  having  "primitive  rage."   This  therapist  was  a  special- 
ist in  a  particular  narrow  field  of  psychology  that  believes  that 
a  person  has  to  deal  with  her  "primitive  rage"  in  order  to  prog- 
ress in  relationships.   Thus,  everyone  who  went  to  this  particu- 
lar therapist,  for  this  particular  form  of  therapy,  would  be 
described  as  having  "primitive  rage."  The  idea  of  this  mother's 
"primitive  rage"  was,  however,  used  against  her  because  she  was 
African  American  and  her  husband  was  white.   The  idea  was  that 
her  rage  was  "primitive"  and  somehow  savage  and  uncivilized.   The 
fact  that  it  was  shown  that  the  husband  had  the  same  "diagnosis" 
from  that  very  therapist  was  not  considered.   The  fact  that  the 
husband  had  physically  assaulted  the  wife  was  not  considered. 
The  fact  that  the  husband  subjected  the  wife  to  racial  slurs  and 
degradation  was  not  considered.   She  was  deprived  of  custody  for 
being  "palpably  angry."   All  she  had  done  was  to  cry  in  court. 

A  mother's  parental  rights  were  terminated  altogether  when  her 
only  "crime"  was  to  have  been  beaten  by  a  step-father  and  thrown 
down  the  steps  in  front  of  her  child.   Since  it  was  considered 
"child  neglect"  to  subject  the  child  to  the  sight  of  violence, 
she  was  found  guilty  of  neglect  and  her  rights  were  terminated. 

A  mother  in  Pennsylvania  was  sued  for  custody  seven  times  in 
three  years  (because  it  is  possible  to  sue  for  "changed  circum- 
stances" over  and  over)  and  the  stress  and  demoralizing  condi- 
tions of  this  continuous  litigation  caused  her  to  have  crippling 
migraine  headaches.   Her  husband,  however,  was  already  accusing 
her  of  having  "hypochondria"  and  of  being  an  unfit  mother  because 
she  could  be  expected  to  "cause"  the  child  to  think  he  was  sick 
when  he  was  not.   She  therefore  was  afraid  of  going  to  a  doctor 
for  some  relief  from  her  migraine  headaches.   She  has  had  such 
severe  bouts  of  migraine  that  she  has  nearly  overdosed  on  over- 
the-counter  pain-killers,  needing  help  from  friends  and  neigh- 
bors, whom  she  begs  not  to  call  ambulances  or  for  other  help, 
fearing  the  creation  of  a  record  that  will  be  subpoenaed  to  prove 
her  unfit.   When  she  was  living  with  her  husband,  he  hit  her  in 
the  back  with  a  cast  iron  frying  pan,  choked  her  and  forced  her 
to  sleep  on  the  floor  while  he  took  the  baby  into  his  bed  with 
him  "for  company  because  you  are  a  dog  and  I  don't  want  a  dog  in 
my  bed."   Her  migraines  are  becoming  worse  and  she  is  unable  to 
get  medical  attention.   None  of  her  friends  "have  the  heart"  to 
"turn  her  in"  to  a  doctor  or  hospital  for  treatment. 

A  mother  in  Maryland  was  sued  for  custody  of  her  younger  child  by 
her  ex-husband,  who  had  already  been  convicted  of  molesting  her 
older  daughter.   The  judge  decided  that  the  father  should  have 
unsupervised  visitation  with  the  baby  girl  because  he  was  "not  a 
sex  fiend"  and  because  the  therapist  who  was  seeing  him  for  the 
conviction  (of  oral  and  digital  penetration  of  an  11-year-old 
girl  and  beating  her  to  prevent  her  from  "telling")  for  sexual 
abuse  had  pronounced  him  "rehabiliated  [sic]"  so  he  could  have 
his  younger  daughter  with  him.   A  specialist  at  Johns  Hopkins  had 
gone  on  record  saying  that  the  father  was  a  paraphiliac  and  would 
never  be  safe  around  any  child,  because  he  was  a  sex  offender 
whose  behavior  was  obsessive-compulsive.   The  judge,  however, 
ordered  the  mother  to  turn  her  child  over  to  the  convicted  child- 
molester  before  he  was  even  off  probation  for  the  prior  crime. 
She  fled  and  went  "into  hiding"  living  in  substandard  housing  and 
getting  small  donations  of  cash  from  friends.   The  judge  gave 
custody  to  the  father  and  issued  a  "pick  up  order"  so  that  he 
could  physically  take  the  baby  whenever  and  wherever  he  found 
her.   While  she  was  in  hiding,  this  woman  discovered  a  breast 
tumor  by  using  self-examination  techniques,  but  she  was  afraid  to 
get  treatment  because  of  her  "outlaw"  condition.   If  she  went  to 
a  hospital,  she  knew  there  was  a  chance  the  child-molester  could 
find  her  daughter.   As  activists  and  friends  tried  to  help  get 
the  legal  situation  straightened  out,  the  tumor  grew  and  became 
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inoperable.   When  the  mother  was  finally  able  to  access  protec- 
tion for  her  child,  she  was  pronounced  "terminal."   This  was  the 
kind  of  tumor  that  is  very  easily  treated  with  early  detection. 
Had  she  been  able  to  have  a  lumpectomy  a  year  before  she  was 
first  able  to  get  seen  by  doctors,  her  "cure  rate"  would  have 
been  99  percent.   She  died.   Her  youngest  daughter  is  now  in  the 
legal  custody  of  her  older  sister,  who  has  been  awarded  a 
judgment  against  the  child-raolester  for  damages.   This  was  an 
entirely  preventable  death. 

A  mother  in  Florida,  a  lawyer  herself,  was  in  robust  health  and 
the  prime  of  her  life  when  her  son  (then  three  years  old)  re- 
vealed that  his  father  had  molested  him,  including  forcible 
sodomy.   The  mother  went  through  the  system  in  the  right  way  (she 
was  a  lawyer  and  knew  the  right  way)  but  the  Dade  County  Rape 
Crisis  Clinic's  determination  that  the  child  was  in  fact  sodom- 
ized, and  the  police  determination  that  the  child's  disclosure 
was  credible,  were  ignored  because  the  D.A.  did  not  "believe"  the 
case  founded  after  the  three-year-old  failed  to  repeat  his  dis- 
closure in  an  18-minute  interview  by  a  stranger.   As  a  result, 
the  court  was  ordering  the  mother  to  turn  the  child  over  for 
unsupervised  visitation,  and  she  fled  into  "hiding."   The  judge 
awarded  custody  to  the  father  on  default  without  a  best  interests 
hearing,  and  later  admitted  that  he  "did  not  consider  the  best 
interests  of  the  child  because  when  the  mother  disobeys  a  court 
order  I  don't  have  to  consider  them,  under  circumstances  like 
that."   A  year  later,  she  went  to  a  dentist  for  needed  care.   The 
dentist  called  the  police  and  reported  her  to  be  "strange"  be- 
cause she  paid  cash  and  wore  a  wig.   The  FBI  watched  her  for  a 
few  days  and  then  broke  through  her  doors  and  windows,  handcuff- 
ing her  in  front  of  the  child  and  carrying  him  away  kicking  and 
screaming  while  they  took  her  to  jail.   In  foster  care,  the  child 
again  revealed  sexual  abuse  by  his  father  and  was  believed  and 
substantiated  by  the  psychologist  in  the  new  state.   But  Florida 
overruled  that  determination  and  demanded  his  return.   He  was 
returned  to  Florida  and  handed  over  to  his  father.   The  judge  who 
ordered  a  re-evaluation  of  the  sex  abuse  charges  was  deprived  of 
his  power  over  the  case  within  24  hours  as  the  appeals  court 
issued  a  mandamus.   There  has  never  been  a  re-evaluation  of  the 
charges  or  the  best  interests  of  the  child.   The  mother  has 
fallen  ill  as  a  result  of  the  stress  and  medical  neglect  brought 
on  by  this  situation.   She  now  suffers  from  chronic  thyroid 
disease  of  unknown  etiology,  post-traumatic  stress  syndrome, 
massive  depression,  an  eating  disorder,  a  sleeping  disorder, 
diabetes  and  high  blood  pressure.   Her  conditions  have  caused 
emergency  hospitalization  and  life-threatening  crises.   She 
cannot  bring  her  conditions  under  control. 

We  believe  the  Committee  and  the  Senators  are  both  intimately 
familiar  with  the  similar  case  of  Elizabeth  Morgan.   Dr.  Morgan 
was  jailed  for  over  two  years  because  of  the  need  to  hide  her 
daughter  from  rape  and  incest,  and  while  in  jail  broke  her  foot, 
suffered  from  sleep  disorders  and  other  ailments,  and  in  general 
lost  her  health,  which  had  been  excellent  up  until  that  time. 
This  prominent  surgeon  was  so  seriously  injured  by  the  court  pro- 
cesses and  10-year  fight-and-f light  cycle  that  she  now  suffers 
from  life-threatening  ulcerative  colitis,  reguiring  emergency 
surgery  earlier  this  year.   Now  she  cannot  access  health  care  in 
this  country.   Without  going  into  excruciating  detail,  we  would 
submit  that  the  destruction  of  Dr.  Elizabeth  Morgan's  health  was 
attributable  to  a  social  and  judicial  problem  that  will  demand 
the  attention  of  the  Congress  if  it  is  to  be  tamed  before  des- 
troying the  health  of  countless  American  women  and  children. 

A  New  York  mother  was  feeling  depressed  and  anxious  and  she 
turned  to  her  doctor,  who  referred  her  to  a  psychiatrist  after 
ruling  out  certain  causes.   She  saw  the  psychiatrist  a  few  times 
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and  then  revealed  for  the  first  time  that  she  was  a  victim  of 
incest  as  a  child.   As  her  therapy  progressed,  she  learned  that 
incest  had  had  a  serious  negative  effect  on  her  adult  life.   One 
of  her  problems  had  been  that  she  had  such  low  self-esteem  that 
she  had  been  afraid  to  confront  her  husband  about  his  infideli- 
ties during  the  marriage.   She  spoke  with  him  about  her  therapy 
and  asked  him  to  get  into  marriage  counseling  with  her  so  they 
could  address  this  problem.   His  response  was  to  serve  her  with  a 
divorce  and  custody  petition,  alleging  that  she  was  "mentally 
unbalanced"  based  on  her  visits  to  a  psychiatrist.   He  argued 
that  the  fact  that  she  was  molested  as  a  child  would  make  her  an 
unfit  mother.   She  then  had  to  endure  a  three-year  court  battle. 
Her  husband  hired  an  unscrupulous  attorney  who  kept  referring  to 
her  psychiatric  treatment  "as  if  I  were  an  axe-murderess,  not  an 
abuse  survivor."   Finally,  the  lawyer  convinced  the  judge  to 
order  that  the  psychiatrist  give  the  "diagnosis"  to  the  judge 
herself,  in  chambers,  so  she  could  decide  whether  or  not  to  hold 
a  hearing  on  the  mother's  mental  condition.   The  father's  lawyer 
called  the  psychiatrist,  lied  to  him,  and  told  him  that  the  order 
said  he  had  to  turn  over  his  original  notes  to  her.   (The  order 
had  not  even  been  written  up  yet,  but  when  it  was,  it  said  only 
that  the  psychiatrist  should  turn  over  the  "diagnosis"  to  the 
judge.   The  father's  lawyer  had  the  original  notes  picked  up  by 
messenger  that  day,  before  there  was  time  to  check.   (For  some 
reason,  the  doctor  was  persuaded  that  this  was  legal.)   The  fact 
that  the  original  notes  from  the  psychiatrist  were  in  the  hands 
of  a  hostile  attorney  destroyed  the  mother's  therapeutic  rela- 
tionship.  As  an  interesting  aside,  the  judge  was  not  at  all 
impressed  with  the  argument  that  the  psychiatric  notes  meant  she 
was  an  unfit  mother.   The  father  testified  in  great  detail,  weep- 
ing on  the  witness  stand,  about  his  concerns  that  the  mother,  as 
a  survivor  of  child  abuse,  would  not  be  a  good  mother  to  his  son. 
After  a  four-day  trial,  the  judge  said  that  the  mother  was  a  good 
mother,  that  she  had  carried  on  valiantly  under  terrible  circum- 
stances, and  that  "all  that  about  her  being  an  unfit  mother  be- 
cause she  had  been  abused  was  pulp  fiction."   However,  by  this 
time  the  mother's  therapeutic  relationship  was  ruined  and  she  has 
not  been  able  to  get  treatment  for  the  stress  and  tension  she  has 
experienced  since.   She  no  longer  seeks  medical  treatment,  but 
endures  insomnia,  post-traumatic  stress  syndrome,  depression  and 
anxiety  without  help  and  without  hope  of  getting  help. 

Addendum  #3,  Special  Cases  of  Women's  Health 
Challenges  Correlating  with  Child  Abuse 

There  are  several  problems  that  are  presenting  themselves  by 
anecdotal  information  among  health  care  professionals,  that  need 
serious  study  and  remedial  attention  by  the  Congress.   We  are 
mentioning  only  a  few,  and  doing  so  by  case  studies,  so  that 
further  attention  can  be  paid  to  these  issues: 

*    Anorexia  Nervosa  and  other  serious  eating  disorders  are 
correlating  highly  with  incest  and  child  sexual  abuse. 

The  case  of  Sherry  Neustein-Ohrbach,  Brooklyn,  NY.   Sherry  was  a 
chubby  five  year  old  when  she  was  reportedly  molested  by  her 
father,  a  physician.   Her  maternal  grandmother  reported  the  abuse 
but  the  Brooklyn  Child  Welfare  Authority  botched  the  case  so 
completely  that  the  New  York  State  Legislature  has  held  hearings 
on  the  mess  it  created.   To  make  a  long,  painful,  on-going  story 
short,  Sherry  was  confined  in  foster  care  and  mistreated  and  then 
was  turned  over  to  the  sole  care,  custody  and  control  of  her 
father.   This  resulted  in  anorexia  nervosa  in  the  child  so  severe 
that  she  has  been  hospitalized  at  death's  door.   Yet  her  mother, 
not  her  father,  has  been  punished,  by  complete  de  facto  removal 
of  her  parental  rights  without  evidentiary  hearings  and  without 
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any  abuse  alleged  against  her.   The  mother  is  suffering  from  a 
host  of  illnesses  brought  on  by  stress.   The  child  has  been  per- 
manently damaged,  and  will  be  physically  handicapped  for  the  rest 
of  her  life  by  the  condition  of  her  severe  anorexia.   In  fact, 
she  will  probably  have  Osteoporosis  should  she  survive.   In  spite 
of  all  the  testimony  of  all  the  doctors  who  try  to  help  this 
child,  no  one  intervenes  on  her  behalf,  and  her  father  was  never 
even  charged  with  medical  neglect  when  she  was  admitted  to  the 
hospital  (by  others)  near  death  from  dehydration  and  starvation. 

*    Attention  Deficit-Hyperactive  Disorder  is  correlating  highly 
with  child  abuse,  physical  and  sexual  included 

The  case  of  (Twin  Boys)  Esposito,  New  Jersey.   These  boys  re- 
peatedly reported  forcible  sodomy  by  their  father  while  they  were 
in  a  joint  custody  situation,  going  back  and  forth  from  his  house 
to  the  mother's  house.   Social  services  agencies  ignored  their 
disclosures  over  and  over  again.   Finally,  one  boy  ran  in  front 
of  a  car  and  another  killed  a  kitten,  bringing  attention  to  the 
situation  from  the  prosecutor,  not  the  social  services  agency. 
At  this  point,  the  children  were  finally  protected,  but  not  by  a 
court,  by  their  father  voluntarily  giving  up  contact  with  them  to 
avoid  investigation.   Only  because  the  animal  rights  people 
intervened  were  these  children  protected,  after  years  of  abuse. 
But  both  of  them  have  serious  mental  disorders.   One  has  ADHD  and 
act  out  sexually  and  with  serious  behavior  problems.   The  other 
is  dissociative  and  has  what  appears  to  be  oppositional  defiant 
disorder.   These  boys  may  never  be  well  again. 

Addendum  #4  -  The  Medical/Health  Results 
of  Systemic  Failure  to  Protect  Mothers  and  Children 

INTRODUCTION:  Operation  Z  has  examined  212  cases  of  mothers  with 
children  who  have  been  victimized  by  what  we  call  "system  abuse." 
This  is  a  combined  effect  of  the  refusal  of  the  judicial  and 
social  services  system  to  protect  them  and/or  their  children  from 
domestic  violence,  including  child  sexual  assault.   This  reflects 
a  kind  of  "court  shock"  or  "system  trauma"  that  is  a  narrower 
form  of  what  has  been  described  as  "litigation  trauma,"  which  can 
affect  any  person  who  is  subjected  to  adversarial  litigation  and 
the  distress  it  produces.   These  findings  are  admittedly  anec- 
dotal but  they  do  indicate  a  growing  problem  that  should  concern 
the  Committee.   Lawyer/Psychiatrist  Dr.  Judianne  Densen-Gerber  of 
New  York  Study  has,  we  believe,  been  studying  the  problem  of 
post-traumatic  stress  syndrome  in  mothers  who  have  been  placed  in 
these  terrible  positions.   In  the  last  eight  years,  the  top  10 
cases  (and  in  this  context,  this  means  the  10  cases  which,  by 
triage,  received  the  most  attention  —  thus,  the  10  worst  cases) 
have  led  to  the  following  data: 

Case  #1,  Maryland,  Kentucky,  Colorado:  Originally  healthy  mother 
36  years  old,  three  children  ages  14,  11  and  3.   Ten  years  later, 
mother  dead  (breast  cancer,  untreated,  treatment  not  possible 
because  of  warrants),  24  year  old  daughter  healthy  but  very  tired 
from  care  of  younger  sisters  and  "exile"  while  mother  hid;  21 
year  old  daughter  seriously  challenged  by  child  sexual  abuse, 
substance  abuse  when  unable  to  deal  with  mental  stress,  and  other 
mental  illnesses  as  a  young  woman,  attributable  to  sexual  abuse; 
13  year  old  child  in  therapy  for  stress  disorders  brought  on  by 
sexual  abuse  on  visitation,  necessity  of  separation  from  family 
when  her  mother  fled  to  protect  her,  foster  care,  and  then  loss 
of  mother  during  tender  years. 

Case  #2,  Iowa:  Originally  healthy  mother  except  for  chronic  back 
trouble,  treated,  one  child,  healthy,  2  years  old.   Mother 
brought  child  for  genital  examination  on  suspicion  of  child  sex- 
ual abuse  at  the  age  of  two,  and  the  doctor  who  did  the  colpo- 
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scopic  exam  found  the  baby's  hymen  had  been  torn.   The  court  did 
not  "believe"  that  the  hymen  was  torn  by  sexual  abuse  (although 
no  other  explanation  was  given  or  was  plausible)  and  took  custody 
away  from  the  mother  to  punish  her  for  making  the  allegation. 
Mother  fought  in  court  for  ten  years  to  try  to  protect  her  daugh- 
ter, only  recently  achieving  visitation  with  the  child,  who  has 
been  in  the  absolute  control  of  her  alleged  rapist.   Ten  years 
later,  mother  recently  underwent  massive  surgery  for  life-threat- 
ening uterine  cancer.   Surgery  was  so  extensive  as  to  permanently 
damage  bladder  and  other  abdominal  organs.   Mother  now  suffering 
from  post-traumatic  stress  disorder,  sleep  disorder,  degenerative 
nerve  disease,  chronic  pain,  adrenal  exhaustion,  depression  and 
anxiety.   The  child  has  already  had  separation  anxiety  disorder, 
other  anxiety  disorders  and,  of  course,  a  ruptured  hymen  from 
penetrating  sexual  injury. 

Case  #3,  Mississippi,  Texas,  New  Jersey.   Originally  healthy 
mother,  three  healthy  children  ages  13,  12  and  2.   Teen-age 
daughter  revealed  that  her  step-father  (biological  father  of 
baby)  had  molested  her.   Independent  evaluation  determined  that 
the  same  man  molested  the  baby,  and  that  this  was  on-going.   The 
Mississippi  judge  blamed  the  teen-age  daughter  for  her  own  abuse, 
suggesting  that  she  was  "seductive"  toward  her  step-father,  and 
ordered  the  baby  into  unsupervised  visitation  with  the  alleged 
perpetrator.   The  case  went  on  four  years  and  finally  the  17- 
year-old  daughter  ran  away  with  her  five-year-old  sister,  hiding 
in  Canada.   She  brought  her  sister  into  Catholic  Charities  in 
Canada  for  assistance.   But  they  were  ordered  by  the  court  to 
send  the  child  with  her  father  because  of  a  communication  from 
the  Mississippi  judge.   The  father  took  the  girl  to  Dallas, 
Texas,  where  the  judge  who  was  then  placed  in  charge  of  the  case 
refused  to  hold  a  hearing.   To  this  day  no  hearing  has  ever  been 
held  on  the  abuse  of  these  children.   Ten  years  later:  mother  has 
had  life-threatening  bout  of  cancer  and  is  now  suffering  from  two 
serious  illnesses,  unknown  etiology;  older  daughter  is  suffering 
from  major  depression  and  chronic  depression,  including  post- 
traumatic stress  syndrome,  sleep  disorders,  eating  disorders, 
social  maladjustment,  and  chronic  repeated  infectious  and  diges- 
tive disorders  of  unknown  etiology;  middle  child  (son)  suffers 
from  dysthymic  disorder,  anxiety  disorder,  and  post-traumatic 
stress.   Youngest  daughter  (who  is  confined  with  the  father  while 
the  trial  is  "pending")  has  suffered,  at  least,  from  dissociative 
disorders,  planters  warts,  repeated  respiratory  infections,  an 
eating  disorder,  a  sleep  disorder,  and  a  pronounced  mental  ill- 
ness affecting  social  adjustment.   She  has  been  involved  with 
drugs,  law  enforcement,  and  early  sexual  activity.   She  is  con- 
sidered "uncontrollable"  even  by  her  custodial  parents. 

Case  #4,  New  York,  New  Hampshire.   Mother  originally  in  robust 
health,  personal  trainer.   Healthy  child  age  6  months.   Mother 
was  attacked  by  her  husband  and  thrown  off  a  65-foot  cliff.   Mir- 
aculously she  survived  and  was  hospitalized  for  several  months 
while  bones  were  mending.   Although  she  was  originally  told  she 
would  never  be  able  to  walk  again,  she  was  rehabilitated  so  suc- 
cessfully that  she  walks  and  can  run  for  a  few  yards.   While  she 
was  hospitalized,  however,  the  father  approached  the  family 
court,  claimed  she  was  in  a  psychiatric  ward,  and  got  ex  parte 
custody  and  a  restraining  order  against  her  seeing  her  child. 
When  she  returned  home  in  a  wheel  chair  he  had  her  ejected  by  the 
police.   She  then  was  subjected  to  a  five-year  custody  battle  to 
get  her  son  back.   The  father  was  never  prosecuted  for  domestic 
violence  because  the  statements  taken  when  she  was  still  under 
the  influence  of  pain-killing  drugs  were  incoherent.   As  soon  as 
she  was  conscious,  she  said  repeatedly,  "HE  PUSHED  ME!"   There 
never  was  a  hearing  on  the  cause  of  her  "fall."   Eight  years 
later:  mother  is  permanently  disabled,  has  nerve  damage,  bone  and 
muscle  damage,  massive  physical  problems  from  the  injuries  sus- 
tained, post-traumatic  stress  disorder,  depression,  anxiety  dis- 
orders, sleep  disorder,  digestive  problems,  fear  of  heights. 
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Case  #5,  Maryland,  Ohio,  West  Virginia.   Mother  originally 
healthy,  sons  8  and  10  healthy  and  strong,  daughter  3,  healthy. 
Daughter  disclosed  to  mother  that  her  father  (step-father  to  her 
two  older  brothers)  molested  her  and  threatened  to  kill  the  rest 
of  her  family  if  she  told.   Mother  took  child  to  police,  who 
referred  the  case  to  DSS,  who  made  an  "indicated"  case  of  sexual 
abuse  against  father  based  on  credible  disclosures  and  corrobor- 
ating physical  evidence.   Father  had  his  lawyer  transfer  the 
abuse  case  in  DSS  into  a  divorce  case  in  the  circuit  court  and 
then  the  judge  who  took  it  over  (who  has  become  well  known  for 
his  attitude  that  domestic  violence  is  being  made  too  much  of) 
decided  that  the  mother  had  "wrongful  priorities"  because  she 
didn't  consider  her  daughter's  abuse  to  be  a  "fantasy."   Without 
evidence  that  it  was  a  fantasy,  the  judge  ordered  visitation. 
The  mother  tried  to  get  her  lawyer  to  fight  but  she  was  without 
money  so  she  allowed  the  visitation.   The  child  was  very  upset 
and  the  older  brothers  were  becoming  disturbed  by  the  chaos  in 
the  family.   Both  of  them  had  been  physically  abused  by  their 
step-father  and  worried  about  their  little  sister.   The  oldest 
brother  committed  suicide.   The  mother  moved  away  where  she  could 
obtain  a  live-in  caretaker  job  to  support  the  family  because  the 
father  was  not  paying  child  support.   The  judge  took  offense  at 
this  and  characterized  it  as  contempt  although  the  visitation  was 
on-going.   He  ordered  the  daughter  into  her  father's  custody  and 
sentenced  the  mother  to  six  months  in  jail.   The  father  actually 
admitted  abusing  the  children  physically  but  says  he  is  a  much 
better  father  now.   Five  years  later:  mother  suffers  from  post- 
traumatic stress  disorder,  eating  disorder,  sleep  disorder,  and 
smokes  incessantly.   Oldest  son  is  dead  from  stress/suicide. 
Tenn-age  son  is  rebellious,  angry,  and  depressed.   Daughter 
suffers  from  separation  anxiety  disorder,  post-traumatic  stress 
disorder,  and  post-incest  trauma  reaction. 

Case  #6,  New  York,  New  Jersey.   Mother  originally  in  good  health, 
registered  nurse  (psychiatric  nurse-practitioner,  practice 
specializing  in  substance  abuse).   Two  children,  ages  3  and  5. 
Older  daughter  disclosed  sexual  abuse  to  her  mother,  a  physician 
and  the  police.   They  all  indicated  the  case,  which  was  then 
referred  to  social  services,  which  indicated  the  case.   The 
children  were  placed  in  foster  care  because  the  mother  "could  not 
insulate  the  children  against  the  effects  of  the  investigation  of 
sexual  abuse."   During  foster  care  they  were  subjected  to 
repeated  examinations  of  their  genitalia  and  many  conflicting 
reports  were  made.   Finally,  the  judge  decided  that  there  was  too 
much  confusion  about  the  abuse  so  he  chose  not  to  believe  the 
abuse  happened,  and  made  an  order  giving  custody  to  the  father  — 
the  alleged  perpetrator  —  because  the  mother  was  "unfit"  by 
reason  of  her  believing  that  the  abuse  had  occurred.   Five  years 
later:  mother  suffers  from  post-traumatic  stress  disorder  and 
anxiety  disorders,  has  been  suicidal,  has  digestive  disorders, 
sleep  disorders,  migraine  headaches,  and  depression.   Older 
daughter  has  had  stress-induced  asthma,  repeated  hospitaliza- 
tions, and  two  serious  bouts  of  pelvic  inflammatory  disease  from 
sexually  transmitted  diseases  (by  age  of  8),  the  second  one 
requiring  surgery.   Both  girls  have  been  hospitalized  with 
infections  in  their  pelvic,  genital  and  abdominal  regions;  both 
are  placed  on  antibiotics  on  a  regular  basis;  neither  child  has 
been  healthy  for  a  period  of  three  months  since  they  were  turned 
over  to  their  father.   These  diseases  go  un-diagnosed  because  the 
judge  will  not  allow  independent  evaluation  of  the  ailments. 

Case  #7,  New  York.  Mother  originally  in  robust  health,  practicing 
lawyer.   Children  age  18  and  17  (from  first  husband),  4  (from 
second  husband) ,  all  in  good  health.   The  mother  divorced  the 
father  because  of  physical  abuse  against  her  and  the  two  older 
children  of  a  prior  marriage.   While  the  youngest  daughter  was  on 
visitation  with  the  father,  she  reported  —  not  to  her  mother  but 
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to  the  police,  who  were  summoned  by  the  father  to  try  to  enforce 
visitation  while  the  child  was  resisting  —  that  she  had  been 
molested  by  him  in  the  bed  he  shared  with  her  in  the  home  where 
they  visited.   Mother  claimed  not  to  know  about  the  abuse.   Child 
was  taken  to  social  services  for  investigation,  and  again  dis- 
closed abuse  by  the  father.   This  was  "validated"  by  a  mental 
health  professional.   First,  the  social  service  agency  tried  to 
place  the  child  in  foster  care  because  the  mother  was  judged  to 
be  guilty  of  allowing  the  abuse,  but  she  quickly  moved  to  reverse 
that  order  and  get  her  daughter  back.   Then  the  judge  decided  not 
to  believe  in  the  abuse  and  ordered  the  child  back  into  unsuper- 
vised visitation.   The  mother,  having  heard  about  these  cases 
wherein  the  protective  mother  is  deprived  of  custody  and  the 
child  is  placed  with  the  molester-f ather ,  became  distraught  and 
told  many  of  her  friends  and  colleagues  that  she  would  rather  die 
than  send  her  daughter  to  be  molested  again.   They  didn't  know 
how  to  respond  to  her,  and  didn't  respond  in  most  cases.   She  was 
afraid  to  seek  psychiatric  help  because  she  would  open  herself  up 
to  charges  that  she  was  "psychiatrically  impaired"  and  that  would 
lead  to  her  losing  custody.   She  took  her  sleeping  daughter  into 
the  car,  in  the  garage,  on  the  last  night  before  she  was  ordered 
to  turn  the  child  over  for  more  sexual  abuse,  and  she  connected 
the  exhaust  pipe  to  pump  the  carbon  monoxide  into  the  vehicle, 
closed  the  windows,  held  her  baby,  and  died  with  her  child.   Five 
years  later:  mother  and  baby  dead;  both  older  children  suffering 
from  depression  and  anxiety,  post-traumatic  stress,  other 
ailments  from  the  tragic  loss. 

Case  #8,  Oklahoma,  Netherlands.   International  case.   Mother 
originally  very  healthy  (District  Court  judge  in  Oklahoma  City), 
healthy  daughter  5  years  old.   Child,  who  was  very  articulate, 
disclosed  sexual  abuse  by  father.   Mother  and  father  divorced  and 
custody  was  evaluated  by  mental  health  expert  who  determined  that 
it  was  quite  possible  that  the  father  had  molested  the  child,  but 
that  was  not  a  problem  because  it  could  be  "monitored"  so  it 
would  not  be  repeated.   On  the  other  hand,  the  mental  health 
professional  decided  that  the  mother  was  not  a  fit  mother  because 
she  tended  to  "focus"  on  the  sexual  abuse,  which  prevented  the 
child  from  forgetting  about  it.   The  father  was  willing  to  forget 
about  it  and  "get  on  with  the  business  of  raising  the  child." 
Therefore,  he  recommended  custody  to  the  father.   The  mother  fled 
with  the  child,  and  was  apprehended  in  the  Netherlands  a  year 
later,  after  five  felony  warrants  had  been  drawn  for  her  as  a 
result  of  her  leaving  the  country.   The  court  had  awarded  custody 
to  the  father  and  declared  her  a  "kidnapper."  The  Dutch  feminist 
community  heard  about  the  case  and  began  demonstrations  in 
support  of  the  mother's  plea  for  the  authorities  not  to  send  the 
child  back  to  the  United  States.   The  mother  staged  a  six-week 
hunger  strike  in  jail  and  nearly  died.   In  the  middle  of  the 
hunger  strike,  the  Dutch  authorities  yielded  to  the  repeated, 
coercive  demands  by  the  State  Department  for  the  return  of  the 
child.   Finally,  the  mother  relented  on  her  hunger  strike,  and 
ate,  saving  her  life.   Then  she  appealed  for  help  and  an  inves- 
tigation was  instituted  in  Holland.   The  Queen's  Board  of  Child 
Welfare  apparently  concluded  that  the  child  was  abused  and  that 
asylum  should  have  been  offered  to  the  child,  but  the  American 
authorities  were  not  disposed  to  sending  the  child  back  to 
Holland  or  to  instituting  their  own  investigation.   The  child  was 
with  the  father  and  was  not  "squealing"  any  more.   Holland  did, 
however,  offer  the  mother  political  asylum,  making  a  determin- 
ation that  was  shameful  against  the  United  States,  about  the 
discrimination  this  mother  had  suffered.   Judge  MacCallister's 
health  is  ruined.   She  barely  survived  her  prolonged  fast.   She 
suffers  from  digestive  disorders,  ulcers,  post-traumatic  stress, 
depression,  and  anxiety,  and  other  ailments.   At  this  time  we  are 
not  able  to  get  a  current  report.   There  is,  meanwhile,  no  "mon- 
itoring" of  the  father's  contact  with  the  child.   She  is  in  his 
total  control. 


104 


Case  #9.   New  Jersey.  Mother  originally  healthy,  3-year-old  child 
(adopted)  healthy.   Mother  and  father  divorced.   Child  disclosed 
sexual  abuse  on  visitation.   Father  was  a  pediatrician  who  did 
work,  on  contracts,  examining  children  thought  to  be  abused,  for 
DYFS.   As  a  result  of  his  influence  within  the  agency,  the  agency 
refused  to  investigate  the  case  of  sexual  abuse  against  him.   It 
was  later  learned  that  in  the  16  years  he  had  practiced  as  a  ped- 
iatrician, he  had  never  reported  a  case  of  abuse  for  any  of  his 
patients.   That  would  be  over  16,000  office  and  hospital  visits 
of  children  and  not  a  single  visit  attributable  to  possible 
abuse!   Also,  the  father  hired  aggressive  legal  counsel  and  the 
mother  was  deprived  of  custody  for  her  belief  that  her  daughter 
had  been  molested.   This  in  spite  of  a  videotape  in  which  the 
child  disclosed  penetrating  injury  three  times,  in  no  uncertain 
terms,  and  demonstrated  with  anatomically  correct  dolls.   The 
mother  fought  the  battle  for  the  return  of  her  child  for  ten 
years,  and  testified  before  Senator  Biden's  Committee  in  1989, 
although  she  had  been  placed  under  a  "gag  order"  by  the  judge  in 
Union  County,  NJ.   At  the  age  of  10,  the  child  was  returned  to 
her  mother.   She  had  been  subjected  to  sexual  abuse  including 
forced  oral  sex  during  her  period  out  of  her  mother's  custody. 
Five  years  later:  mother  suffers  from  post-traumatic  stress  dis- 
order, anxiety  disorder,  sleep  disorder,  colitis,  and  other  di- 
gestive disorders,  etiology  unknown.   The  child  has  suffered  from 
Attention-Deficit-Hyperactive  Disorder,  separation  anxiety  disor- 
der, post-traumatic  stress  disorder,  and  childhood  depression. 

Case  #10,  Indiana,  Georgia,  US  Army  federal  jurisdiction.   Mother 
32  year  old  originally  healthy,  four  children  ages  9,  9,  7  and  3, 
originally  all  healthy.   Seven-year-old  child  disclosed  sexual 
abuse  to  mother  and  said  she  was  abused  while  father,  stationed 
abroad,  visited  family  back  in  Indiana.   Mother  reported  abuse  to 
social  service  agency,  which  limited  its  investigation  to  asking 
a  few  questions  of  the  other  children  in  the  family,  and  then 
taking  the  child  who  did  disclose  on  a  tour  through  the  jail, 
informing  her  that  should  she  continue  to  make  trouble  for  her 
father,  he  would  end  up  in  jail  and  she  would  end  up  in  foster 
care.   Terrified,  she  stopped  carrying  on  about  the  abuse.   But 
the  mother  took  the  children  to  a  therapist  who  suspected  sexual 
abuse  of  the  other  older  children  (twins,  girl  and  boy).   That 
psychologist  reported  suspected  abuse  to  the  authorities  and  they 
started  another  investigation.   The  father  came  to  Indiana  from 
his  post  abroad  and  insisted  that  the  mother  had  planted  ideas  in 
the  children's  heads.   The  agency  accepted  this  explanation.   The 
mother  asked  the  army  to  investigate,  and  they  transferred  the 
case  to  Fort  Benning  Georgia,  where  the  father  was  accepting  a 
new  post  as  a  lieutenant-colonel.   Georgia  kicked  it  back  to 
Indiana  where  an  army  detective  performed  an  investigation  and 
made  a  Criminal  Investigations  Division  report  titling  the  father 
for  three  counts  of  sexual  assault,  after  he  admitted  to  pene- 
trating his  daughters'  vaginas  and  other  sexual  acts.   He  also 
failed  a  lie  detector  test.   The  CID  report,  however,  was  given 
to  the  alleged  perpetrator's  commanding  officer,  who  decided  not 
to  prosecute  him.   As  a  result,  an  army  psychologist  testified 
that  the  father  was  innocent  and  he  was  given  custody  of  all  four 
children.   The  Army  Health  Services  Command,  after  receiving  a 
report  that  the  children  might  be  at  risk,  conducted  an  investi- 
gation that  was  suppressed  but  that  had  made  recommendations  that 
the  children  be  examined  for  sexual  injuries.   The  Army  conducted 
an  investigation  while  its  own  officers,  including  the  Commanding 
General  of  Fort  Benning,  hid  the  evidence  of  sexual  abuse.   Fin- 
ally, the  father  kidnapped  the  children  outright  because  the 
mother  finally  won  custody  in  court.   After  that,  they  were  re- 
turned to  the  mother  because  of  a  warrant  and  the  intervention  of 
the  National  Center  for  Missing  and  Exploited  Children.   The 
father  still  has  visitation  and  still  has  not  been  prosecuted. 
The  Army  covered  up  the  entire  affair,  gave  the  father  an  honor- 
able discharge,  and  closed  the  case.   Five  years  later:  mother 
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suffers  from  post-traumatic  stress  disorder,  depression,  anxiety 
and  other  ailments.   Oldest  boy  has  PTSD,  ADHD  and  other  ail- 
ments, including  reading  disabilities  and  concentration  impair- 
ment.  Middle  daughter  suffers  from  multiple  personality  dis- 
order, often  attributable  to  child  sexual  abuse.   Youngest  child 
has  suffered  from  stress  disorders  and  sexual  acting  out.   All 
four  children  are  in  psychological  therapeutic  treatment,  but  the 
abuse  is  on-going. 

Although  these  ten  cases  were  all  sexual  abuse  cases 
(based  on  availability  and  severity  of  the  kinds  of  abuse  that 
come  to  the  attention  of  Operation  Z),  there  are  nearly  as  many 
cases  of  physical  abuse  that  result  in  the  same  threats  to  the 
welfare  of  children  and  the  health  of  those  mothers  who  try  to 
protect  them.   What  they  have  in  common  is  that  they  harm  the 
health  of  women  because  the  social  services/judicial  systems 
expose  these  women  to  prolonged  stress  and  sickening  oppression. 
Some  of  these  physical  abuse  cases  are  described  below: 

The  Scripps  Case,  Westchester  County,  NY:  A  wealthy  woman  was 
married  to  a  dangerous,  violent,  physically  abusive  man.   She  had 
a  young  child  by  him.   She  wanted  to  divorce  him  but  was  advised 
by  lawyers  that  he  was  threatening  to  sue  for  custody  if  she 
didn't  do  as  he  pleased  —  it  turned  out  that  he  wanted  her  to 
stay  with  him,  and  wouldn't  agree  to  a  divorce.   Therefore,  she 
turned  to  the  court  for  an  order  of  protection,  forcing  him  to 
move  out  of  the  house  so  she  would  not  be  endangered  on  a  daily 
basis.   The  judge  refused  to  force  him  out  of  the  house,  but 
issued  an  order  of  protection  ordering  him  not  to  beat  his  wife 
any  more.   (Violating  an  order  of  protection  brings  a  shorter 
jail  sentence  than  the  crime  one  commits  doing  so;  thus  they  are 
typically  ignored.)   She  was  not  able  to  go  to  a  shelter  because 
of  her  income;  she  was  not  willing  to  risk  moving  out  because  he 
would  charge  her  with  desertion  and  probably  get  custody  of  the 
child.   Although  she  was  very  wealthy,  there  was  nowhere  for  her 
to  turn;  her  husband  was  allowed  to  stay  under  the  roof  with  her, 
although  it  was  her  roof  and  he  was  violent  and  dangerous.   One 
day,  in  a  fit  of  rage,  he  beat  her  to  death  with  a  hammer.   Then 
he  left  and  drove  his  car  off  a  bridge,  killing  himself. 

The  Gaines  Case,  New  Jersey  and  Georgia.   Mother  had  a  four-year- 
old  with  a  physically  and  emotionally  abusive  husband.   The 
father  sued  for  divorce  after  having  an  affair  with  a  woman  who 
had  already  been  convicted  of  physically  abusing  her  own  daugh- 
ters.  But  this  woman,  the  step-mother,  moved  out  of  the  county 
that  had  brought  the  abuse  case  against  her,  and  joined  the 
father  in  another  county  that  did  not  have  a  record  against  her. 
As  soon  as  the  child  started  to  visit  his  father  and  this  step- 
mother, beatings  started.   After  every  visit,  Sean  had  bruises, 
abrasions  and  cuts  on  his  body  that  could  not  be  explained  except 
by  the  reports  he  gave  of  the  treatment  he  had  received.   His 
mother  took  pictures  as  soon  as  he  returned  from  visits.   He  had 
vivid  red  scrapes  inside  his  mouth  and  reported  having  had  a 
metal  toy  helicopter  jammed  down  his  throat  as  punishment  for  not 
eating  fast  enough;  he  had  two-inch  round  bruises  on  his  back  and 
reported  being  punched  and  kicked;  he  had  finger-print  shaped 
marks  on  his  neck  and  reported  being  choked;  he  had  bruises  on 
his  thighs  and  reported  being  beaten  with  fists  and  wooden 
blocks;  he  had  split  lip  from  being  smacked  and  scratched  with 
fingernails;  he  also  reported  having  his  head  held  under  water 
until  he  nearly  drowned.   His  disclosures  were  unsolicited  and 
were  sometimes  made  to  school  and  social  services  personnel 
instead  of  to  his  mother.   The  New  Jersey  authorities  completely 
messed  up  the  case  and  the  judge  gave  the  boy  to  his  father  and 
restricted  the  mother's  access  to  him  as  if  she  were  the  crim- 
inal.  Then  the  father  moved  to  Georgia  and  denied  the  mother 
contact  with  the  child.   Finally,  after  a  disclosure  made  by  the 
boy,  another  investigation  was  instituted  in  Georgia,  after  the 


106 


New  Jersey  attorney  general  had  some  sort  of  crisis  of  conscience 
and  signed  papers  saying  the  boy  was  abused.   But  the  Georgia 
authorities  deliberately  covered  up  the  case  and  the  result  was 
that  the  boy  is  deprived  of  seeing  his  mother,  while  his  health 
status  is  unknown.   The  New  Jersey  file  on  his  abuse  is  full  of 
documentation,  including  a  visit  to  the  emergency  room,  when  he 
was  asked  what  happened  to  him,  and  he  said  to  the  doctor,  "My 
daddy  hit  me."   That  report  was  called  "unsubstantiated."   Both 
agencies  that  have  failed  to  protect  Sean  are  federally  funded. 
Eight  years  later:  mother  has  post-traumatic  stress  disorder, 
sleep  disorder,  migraine  headaches,  digestive  disorders,  anxiety 
disorder,  and  depression. 

The  Halloran  case,  Kentucky.   Mother  originally  healthy,  33  years 
old,  child  originally  healthy,  5.   Child  originally  reported  sex- 
ual abuse  by  father  and  the  case  was  founded  by  the  Cabinet  for 
Human  Resources  of  Kentucky.   However  a  family  court  judge  "dis- 
believed" the  case  and  awarded  custody  to  the  father.   When  the 
mother  asked  for  evaluation  of  the  case  by  the  agency,  a  lawyer 
was  appointed  to  supervise  the  investigation  who  had  himself  been 
the  subject  of  founded  child-abuse  reports  (that  he  had  perpetra- 
ted against  his  daughter)  for  physical  and  emotional  abuse.   The 
agency  had  held  off  founding  a  case  against  him  for  sexual  abuse, 
although  they  believed  it  had  occurred,  because  he  was  a  profes- 
sor of  law  at  the  University  of  Kentucky  and  they  did  not  want  to 
destroy  his  reputation.   His  "investigation"  of  the  case  natur- 
ally came  up  saying  that  everything  was  fine.   The  child  was  then 
subjected  to  extreme  physical  abuse  by  his  father  for  having  dis- 
closed the  sexual  abuse.   The  child  has  been  pounded  on  the  top 
of  his  head  repeatedly  for  objecting  to  his  father's  abuse,  and 
when  he  reports  these  incidents  to  his  mother,  he  cries  copiously 
and  begs  her  not  to  tell  anyone,  or  he  will  get  worse.   His 
mother  believes  him  because  of  what  has  happened  so  far  in  the 
court  system.   She  understands  that  the  victim  gets  punished,  not 
the  abuser.   She  doesn't  want  her  son  hurt  more,  so  she  is  frozen 
in  terror  of  anybody  revealing  the  abuse.   Meanwhile,  Judge 
MacDonald  of  the  Court  of  Appeals  of  Kentucky  disclosed  to  an 
out-of-state  activist  that  the  case  was  affirmed,  although  it  was 
clear  that  the  trial  judge  was  both  wrong  and  erroneous,  because 
the  other  two  appellate  judges  on  the  panel  "didn't  want  to 
embarrass  [the  judge  who  did  this]."   Judge  MacDonald  is  now 
retired  and  apparently  will  go  on  the  record  about  this  kind  of 
judicial  abuse.   Meanwhile,  the  mother's  health  is  frail  because 
of  the  stress  of  knowing  her  son  is  being  abused  on  an  on-going 
basis.   Also,  the  child's  mental  health  is  apparently  not  good. 
He  displays  acting-out  behavior,  and  reportedly  has  been  sadist- 
ically cutting  up  and  maiming  birds  for  a  pass-time. 

Addendum  i5   -   Suggestions  from  our  Member  Colleagues 

1.  Community  and  Migrant  Health  Centers.   Our  physician  members 
feel  that  it  is  very  important  to  advocate  for  increased  support, 
considering  that  the  funding  for  these  centers  has  not  increased 
commensurate  with  their  user  numbers.   This  may  be  a  result  of 
the  crisis  in  health-care,  unemployment,  or  other  economic  condi- 
tions beyond  our  control.   Funding  is  needed  to  computerize  these 
centers,  so  their  quality  can  be  competitive  with  private  sector 
managed  care.   Please  remember  the  importance  of  primary  care  re- 
search, to  identify  interventions  that  work  well.   Please  remem- 
ber the  importance  of  ancillary  services  such  as  mental  health 
services,  outreach,  social  services,  parenting  classes,  pre-natal 
classes,  case  management,  etc.   Strengthening  the  centers  can 
save  money  down  the  line,  and  prevent  hospitalizations  and  deaths 
that  would  otherwise  tax  the  economic  system  more  severely. 

2.  Accessible  Mental  Health  Services  for  Women.   Women,  espe- 
cially women  with  children,  are  often  economically  disadvantaged. 
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The  less  expensive  forms  of  health  insurance  do  not  cover  much, 
if  any,  mental  health  assistance.   The  Schechter  Report  recom- 
mends that  all  children  who  witness  violence,  starting  with  every 
child  of  a  mother  in  a  domestic  violence  shelter,  need  mental 
health  services,  with  case  management  and  follow-up  care  over  the 
succeeding  years.   This  is  not  presently  possible.   It  must 
surely  be  contributing  to  problems  for  our  future  adults,  and  the 
cycle  of  violence  continues. 

3.  Promoting  Protocols  for  Dealing  with  Violence  in  both  the 
Medical  and  Legal  Communities.   The  medical  model  says  that  ther- 
apy for  trauma  consists  of  three  steps:  first,  stop  the  injury; 
second,  strengthen  the  support  systems;  third,  help  the  healing 
process.   Our  colleagues  in  social  services,  law  enforcement  and 
the  judiciary  have  noted  routine  practices  in  their  areas  that 
squarely  block  the  medical  therapeutic  objectives.   For  example, 
injury  by  family  members  and  significant  others  are  treated  dif- 
ferently by  law  enforcement  from  assaults  by  unrelated  strangers. 
An  assault  by  one  man  on  another  would  never,  for  instance,  re- 
sult in  a  restraining  order.   Someone  would  be  in  trouble.   Per- 
haps the  medical  model  for  dealing  with  trauma  could  form  the 
basis  of  a  governmental  system  that  supported  congruent  changes 
in  the  legal  and  executive  branches.   Our  medical  and  social  work 
colleagues  point  out  that  violence  causes  more  problems  for  vic- 
tims than  for  perpetrators  in  our  legal  system.   Victims  are 
removed  from  their  homes  and  must  seek  shelter  care;  children  are 
often  removed  and  placed  in  foster  care,  even  if  there  are  non- 
abusing  adults  available  to  care  for  them.   Many  of  those  chil- 
dren are  then  abused  in  foster  care.   Meanwhile,  perpetrators 
receive  a  lot  of  support  not  only  from  their  own  lawyers  but 
often  from  the  mental  health  community,  which  may  reinforce  their 
behavior  by  promoting  group  therapy  among  abusers.   These  situa- 
tions often  turn  into  "rap  sessions"  about  what  and  who  "made 
them  do  it."   None  of  this  solves  the  problem. 

4.  Making  the  Legal  System  Accountable.   The  American  Judiciary 
system  has  suffered  a  severe  loss  of  credibility  with  women, 
minorities  and  the  poor.   An  aggressive  quality  improvement  sys- 
tem is  urgently  needed.   The  legal  system  is  by  nature  adversar- 
ial.  A  battered  woman  or  mother  of  abused  children  has  already 
lost  one  big  adversarial  battle,  and  now,  she  is  pitched  against 
the  abuser  in  a  second,  more  prolonged,  more  difficult  one.   Each 
individual  who  is  mistreated  in  the  legal  system  bears  the  emo- 
tional and  financial  burden  of  entering  into  a  lengthy  and  usual- 
ly unsatisfactory  appeal  process,  which  is  then  adversarial  be- 
tween the  court  itself  and  the  victim.   The  same  kind  of  over- 
sight is  needed  in  the  legal  system  that  is  present  in  the  medi- 
cal system.   If  a  physician  were  performing  far  too  many  deliver- 
ies by  C-Section,  quality  review  would  report  how  high  his  per- 
cent of  operative  deliveries  was.   He  would  then  have  to  answer 
to  hospital  administration  and  to  his  fellow  medical  staff  mem- 
bers.  This  doesn't  mean  he  couldn't  justify  what  he  had  done, 
only  that  the  red  flag  would  go  up  by  itself,  and  an  individual 
patient  would  not  have  to  bear  responsibility  for  pointing  out  a 
problem.   There  is  no  check  on  the  power  of  a  sitting  judge. 
Abuses  of  power  are  all  too  frequent,  and  there  is  no  systematic 
way  to  monitor  practice  patterns.   How  often  does  a  particular 
judge  delay  cases  to  the  detriment  of  the  victims?  How  often 
does  he  refuse  to  assist  victims  of  domestic  violence?  How  often 
does  he  simply  respond  with  "disbelief"  in  spite  of  evidence? 
How  often  does  he  refuse  to  punish  infractions  against  protective 
orders?   How  often  does  he  award  custody  to  perpetrators  of  dom- 
estic violence?  How  often  does  he  contact  the  prosecutor  to  have 
charges  dropped  in  cases  where  there  are  divorces  pending?   Some 
judges  who  practice  this  way  are  generating  a  nation  full  of 
injured  "casualties  of  the  system"  that  will  have  a  marked  nega- 
tive effect  on  our  society.   And  in  terms  of  the  mental  and 
physical  health  sequelae,  injuries  inflicted  by  the  system  are 
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often  as  devastating  as  those  inflicted  by  the  original  perpe- 
trator.  One  mother  who  had  been  through  the  system  said,  after 
seven  years  of  litigating,  "If  I  had  known  it  was  like  this,  I 
would  have  stayed  with  him,  and  taken  the  abuse,  and  stashed  the 
money  away.   When  the  last  child  was  18,  I  would  have  walked  out 
on  him  and  left  the  country.   What  has  my  government  done  for  me 
but  to  tie  me  down  so  I  had  to  take  more  abuse?   I  didn't  need 
democracy  for  this." 

5.  Health  Considerations  based  on  Economics.   It  is  known  that 
women  earn  less  than  men.   Therefore,  they  cannot  access  as  much 
and  as  high  quality  health  care  as  men.   Period.   To  refuse  to 
raise  the  minimum  wage  is  a  direct  attack  on  women  and  minorities 
in  favor  of  men  and  big  business.   It  prolongs  and  intensifies 
the  struggle  for  single  mothers  to  sustain  themselves  and  their 
children.   Then  they  are  often  blamed  for  their  own  poverty  and 
they  can  lose  their  children  for  being  unable  to  provide  for 
them.   The  flip  side  is  that  if  they  work  longer  and  longer  hours 
to  support  their  families,  they  are  considered  neglectful.   The 
minimum  wage  needs  to  be  raised  and  the  income  differential 
between  men  and  women  must  be  aggressively  tracked  and  addressed. 
The  percentage  of  each  gender  at  each  pay  level  for  major 
employers  must  be  made  public,  so  consumers  can  pattern  their 
patronage  for  their  ideals.   Government  programs  should  be 
capable  of  achieving  these  goals.   In  addition,  inexpensive  or 
free  day-care  is  needed  for  those  parents  who  must  work  long 
hours  and  concentrate  on  their  jobs  in  order  to  succeed.   This 
should  also  be  supported  by  the  government.   The  more  social, 
financial  and  emotional  support  can  be  given  to  young  parents, 
the  less  the  cycle  of  violence  and  illness  will  be  fed.   To  be 
supported  and  assisted  encourages  the  kind  of  environment  in 
which  tolerance,  rather  than  violence,  grows.   To  be  isolated, 
ostracized  and  overly  stressed  encourages  all  kind  of  anti-social 
responses,  including  violence  and  illness.   Programs  for  "parent- 
ing the  parent"  could  be  instituted.   In  fact,  teen-age  mothers 
and  pregnant  teen-agers  are  often  the  same  children  who  have  been 
in  foster  care,  who  have  been  neglected,  who  have  been  drug  in- 
volved and  subjected  to  abusive  circumstances  for  years.   They 
should  not  face  a  situation  in  which  only  abortion  seems  a  viable 
alternative.   They  should  not  be  automatically  deprived  of  their 
babies,  who  need  them  as  much  as  any  baby  needs  his  mother.   Per- 
haps a  system  could  be  established  wherein  teen-age  pregnant 
girls  could  be  adopted  by  loving  parents  who  would  assist  in 
raising  both  generations  of  children,  the  child-mother  and  her 
baby.   Placement  opportunities  for  such  mother-couples  should  be 
explored  and  encouraged.   It  would  be  superior  to  unsupervised 
welfare  systems  that  meet  with  condemnation  and  disdain. 

6.  Substance  Abuse  and  Women's  Health.   Substance  abuse  among 
women  often  originates  in  teen-age  years  when  a  girl  suffers  from 
low  self-esteem  and  serious  stress.   As  women  grow  older  in  a 
society  that  holds  many  or  most  of  them  in  contempt,  the  attrac- 
tion of  a  few  hours  of  relief  from  mental  torment  makes  drugs  an 
avenue  of  common  resort.   Women  who  have  been  molested  and/or 
neglected  as  children,  sexually  assaulted,  battered,  insulted, 
degraded,  prostituted,  and/or  deprived  of  their  simple,  basic 
human  rights  may  turn  to  drugs.   A  pile  of  opium  or  morphine 
placed  on  a  table  in  easy  reach  of  most  of  us  would  remain  un- 
touched.  Our  lives  are  fortunate  and  full;  we  have  no  desire  or 
time  to  blot  out  our  senses.   Yet  the  inner  pain  of  some  women  is 
so  great  by  the  time  they  reach  the  age  when  they  can  obtain 
drugs,  that  they  have  no  resistance.   As  Senator  Biden  pointed 
out,  they  can  then  be  sexually  exploited  so  they  can  obtain  their 
next  "fix."   If  our  health  care  system  never  addresses  the  rea- 
sons for  this  terrible  condition  in  the  mental  health  of  women, 
all  DEA  efforts  to  stem  the  flow  of  drugs  into  the  country  is 
doomed  to  failure.   Decreasing  the  pain  and  illness  of  women 
would  naturally  decrease  their  use  of  drugs.   Indiscriminately 
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throwing  money  into  the  mental  health  community  is  not  advocated 
at  this  time,  for  our  present  mental  health  interventions  are  not 
capable  of  dealing  with  the  problems  our  society  presents.   We 
would  like  to  see  investment  in  new  programs  and  pilot  projects 
that  represent  innovative  solutions,  so  see  what  works. 

RKCAPITUIATIOW  AND  RECOMMENDATIONS; 

There  is  a  surprising  and  disproportionate  amount  of  mental 
illness  and  depression  in  women  between  the  ages  of  25  to  40.   At 
the  same  time,  we  look  at  statistics  about  families  and  find  that 
the  divorce  rate  has  reached  50  percent.   At  the  same  time,  the 
day-time  talk  shows  tell  us  that  mothers  are  being  viciously 
discriminated  against  in  court  battles  all  over  the  country,  and 
we  see  child  abuse  cases  soaring.   We  learned  in  the  last  decade 
that  child  sexual  abuse  is  prevalent  and  that  one  in  three  women 
were  molested  as  children.   But  we  still  don't  know  the  results 
of  that  situation  on  the  health  of  women.   The  research  that  must 
be  done  to  find  out  how  badly  incest  and  child  abuse  are  hurting 
our  nation  has  not  been  done,  is  not  funded,  and  has  never  been 
included  in  the  Committees'  punch-list  of  urgent  needs.   How  much 
is  it  costing  us  to  allow  our  little  girls  to  be  sexually  victim- 
ized?  We  don't  know. 

By  the  same  token,  mothers  have  started  to  change  from  the 
previously-expected  role  of  "passive  enablers"  to  a  new  response 
to  incest.   Now  they  try  to  protect  their  children  and  they  try 
to  access  the  system  to  help  them  do  so.   But  they  find  that  the 
system  is  not  sympathetic  to  their  efforts,  and  in  many  cases, 
their  children's  outcries  against  abuse  will  be  seen  as  vindic- 
tive attempts  on  their  part  to  slander  men  they  are  divorcing. 
The  backlash  against  the  women  who  stood  up  for  battered  women  is 
even  more  vicious  when  aimed  at  mothers  who  stand  up  for  abused 
children.   The  most  obvious  example  of  this  is  the  treatment  of 
Dr.  Elizabeth  Morgan.   What  is  the  effect  of  this  upon  our  soci- 
ety? What  are  the  needs  for  surveys,  research,  changes  within 
the  system,  oversight?  We  do  not  even  know.   According  to  a  book 
being  published  by  Indiana  University  Press  entitled  Hostage 
Child,  the  system  is  contributing  to,  not  solving,  the  problems 
that  destroy  the  health  of  women  and  the  welfare  of  children. 

What  are  the  effects  upon  women  when  their  roles  as  pro- 
tective mothers  are  vilified  and  when  they  are  victimized  by 
first  abusers  and  then  the  system?  One  of  the  effects  seems  to 
be  found  in  almost  100  percent  of  the  cases  examined  to  date:  the 
mothers  whose  children  are  abused  and  who  are  prevented  from 
protecting  them  get  post-traumatic  stress  disorder.   We  know 
about  this  illness  because  of  the  men  who  returned  from  Vietnam 
"shell-shocked"  by  the  terror  and  helplessness  they  experienced, 
and  also  by  the  refusal  of  our  society  to  help  them,  validate 
their  experience,  and  regard  them  with  sympathy  instead  of  blame. 
The  same  causes  are  producing  the  same  results  in  mothers  who 
enter  the  battle  against  child  abuse,  in  an  unsympathetic  system. 

What  is  causing  the  problems  that  in  turn  produce  a  soaring 
number  of  pregnant  teen-agers  and  youngsters  with  drug,  alcohol, 
and  social  problems?  How  can  we  address  these  problems  closer  to 
their  sources,  to  solve  them  more  efficiently  and  earlier?  We 
don't  know.   We  need  to  find  out  more  about  these  questions. 

RefTOBi»endations 

I.  IMMEDIATELY  ESTABLISH  AND  FUND  AN  EMERGENCY  TASK  FORCE 
WITHIN  THE  PUBLIC  HEALTH  SERVICE  TO  REPORT  TO  CONGRESS  ON 
THE  PROBLEMS  NOTED  ABOVE  WITHIN  THE  NEXT  SIX  MONTHS 

II.  FROM  THAT  REPORT,  ESTABLISH,  WITHIN  A  YEAR  AFTER  THAT,  THE 
NEEDS  (WITH  A  VIEW  TOWARD  MEETING  THOSE  NEEDS)  IN  THE 
FOLLOWING  AREAS: 
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A.  What  is  needed  to  determine  how  serious  the  damage  done 
to  society  is  that  results  from  the  sexual  abuse  of 
children? 

B.  What  is  needed  to  determine  how  seriously  incest  is 
damaging  the  health  of  American  women? 

1.  Of  child-bearing  years 

2.  Of  teen-agers,  especially  pregnant  teen-agers 
and/or  teen-age  mothers 

3.  In  their  older  years? 

4.  In  the  age-range  25-40? 

5.  Who  are  in  the  groups  of  increased  risk  for  the 
other  major  women's  health  challenges,  such  as 
breast  cancer,  osteoporosis,  cardiovascular,  etc. 

C.  What  is  needed  to  determine  how  seriously  it  is 
damaging  the  health  of  American  women  to  subject  them 
to  social  and  legal  punishment  for  trying  to  protect 
their  children  from  abuse? 

1 .  What  is  the  correlation  with  PTSD? 

2.  What  is  the  correlation  with  depression? 

3.  What  is  the  correlation  with  other  illnesses? 

4 .  What  can  be  done  to  remedy  this  situation? 

D.  What  is  needed  to  determine  how  seriously  the  system 
meant  to  protect  children  is  failing  to  do  so,  and  in 
that  context,  how  seriously  that  failure  is  negatively 
affecting  women's  health? 

III.  FROM  THOSE  REPORTS,  ESTABLISH,  WITHIN  A  YEAR  AFTER  THAT,  THE 
REMEDIES,  AND  WRITE  THE  BILLS,  AND  PASS  THE  BILLS,  NEEDED  TO 
STOP  THIS  INSIDIOUS  PROBLEM  THAT  ENDANGERS  THE  HEALTH  OF  THE 
MOST  NECESSARY  PART  OF  ANY  GROWING  SOCIETY: 

MOTHERS  AMD  CHILDRKW 


WOMEN'S  HEALTH  ISSUES 


WEDNESDAY,  MAY  29,  1996 

U.S.  Senate, 
Subcommittee  on  Labor,  Health  and  Human 
Services,  and  Education,  and  Related  Agencies, 

Committee  on  Appropriations, 

Beverly  Hills,  CA. 

The  subcommittee  met  at  9:39  a.m.,  in  Council  Chambers,  Bev- 
erly Hills  City  Hall,  Beverly  Hills,  CA,  Hon.  Arlen  Specter  (chair- 
man) presiding. 

Present:  Senator  Specter. 

Also  present:  Senator  Boxer. 

NONDEPARTMENTAL  WITNESSES 

STATEMENTS  OF: 

MITZI  R.  KROCKOVER,  M.D.,  DEEIECTOR,  IRIS  CANTOR-UCLA  WOM- 
EN'S HEALTH  center 

DAVID  J.  SARTORIS,  M.D.,  PROFESSOR  OF  RADIOLOGY,  UNIVER- 
SITY OF  CALIFORNIA,  SAN  DIEGO 

PAULA  POUNDSTONE,  COMEDIAN 

DINA  MERRILL,  PLANNED  PARENTHOOD  FEDERATION  OF  AMER- 
ICA 

OPENING  REMARKS  OF  SENATOR  ARLEN  SPECTER 

Senator  Specter.  May  we  come  to  order,  ladies  and  gentlemen. 
If  you  would  take  your  seats,  we  will  proceed  with  this  hearing  of 
the  appropriations  Subcommittee  on  Labor,  Health  and  Human 
Services,  and  Education.  I  am  Arlen  Specter,  U.S.  Senator  from 
Pennsylvania,  joined  by  my  very  distinguished  colleague,  U.S.  Sen- 
ator Barbara  Boxer  from  California.  You  doubtless  know  Senator 
Boxer  better  than  you  know  me.  We  are  conducting  this  field  hear- 
ing in  the  Beverly  Hills  City  Council  Chambers  to  hear  testimony 
and  focus  public  attention  on  very  important  issues  of  women's 
health. 

The  fact  is  that  women's  health  issues  have  been  significantly  ig- 
nored in  testing  in  America  until  relatively  recent  times.  A  special 
imit  was  established  in  the  National  Institutes  of  Health  when  it 
became  apparent  that  there  were  very  different  conditions  for  heart 
problems  in  women  and  in  men.  The  prevalence  of  breast  cancer, 
which  strikes  one  in  nine  women  has  been  a  matter  of  grave  public 
concern,  has  again  focused  attention  on  women's  health  issues. 

We  have  seen  recently  the  detection  of  the  gene  which  identifies 
women  who  are  susceptible  to  breast  cancer,  and  we  have  a  ver> 
substantial  national  debate  as  to  whether  those  women  ought  to  be 
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identified  when  treatment  is  problematical  and  the  identification 
may  cause  very  substantial  problems  with  insurance.  We  have  re- 
cently had  an  unusual  ally  in  the  fight  against  breast  cancer,  the 
Central  Intelligence  Agency.  I  am  able  to  use  two  of  my  hats — as 
the  chairman  of  the  Senate  Intelligence  Committee,  and  the  chair- 
man of  this  subcommittee,  to  get  funding  from  the  CIA  for  imaging. 
The  idea  being  advanced  is  that  if  the  CIA  could  image  through 
clouds  to  locate  missiles  thousands  of  miles  away,  then  that  imag- 
ing could  be  used  to  detect  small  lumps  in  women's  breasts.  This 
research  is  now  being  developed  for  clinical  testing,  and  I  have  se- 
cured an  appropriation  for  the  trials. 

We  will  be  focusing  attention  today  on  the  problems  of 
scleroderma.  My  distinguished  colleague.  Senator  Boxer,  has  been 
a  leader  in  this  field.  We  have  assembled  for  the  first  time,  to  my 
knowledge,  leading  experts  on  this  subject.  We  have  convened  this 
hearing  with  very  specific  attention  on  those  who  have  widespread 
public  acceptance  and  knowledge  from  the  entertainment  industry, 
because  that  has  proved  to  be  a  way  for  focusing  real  pubHc  atten- 
tion. 

Two  weeks  ago,  we  had  Christopher  Reeves,  Supermgin,  in  Wash- 
ington, talking  about  his  problems  with  spinal  cord  injury,  some- 
thing that  is  reasonably  well  known,  but  now  is  much  better 
known.  We  have  focused  on  the  relatively  small  sums  necessary  to 
do  research,  which  could  find  treatments  to  ease  human  suffering, 
cure  paralysis,  and  save  billions  of  dollar  in  the  national  health  in- 
dustry, which  needs  every  dollar  that  we  can  find  to  try  to  cover 
the  37  to  40  million  Americans  who  are  now  not  covered. 

We  have  a  very,  very  distinguished  group  of  witnesses  today.  I 
have  a  very  long  statement  which  I  have  summarized  in  part,  and 
the  balance  will  be  included  in  the  record,  without  objection. 

PREPARED  STATEME^fT 

We  have  time  constraints,  and  I  am  now  delighted  to  5deld  to  one 
of  the  leading  Senators  in  the  United  States,  a  woman  who  has 
made  an  enormous  mark — the  first  in  the  House  of  Representa- 
tives, now  in  the  Senate,  as  an  outspoken  advocate  on  many,  many 
causes,  and  among  the  leadership  issues  is  the  issue  of  women's 
health.  Senator  Boxer  has  been  a  key  in  scheduling  these  hearings 
today. 

[The  statement  follows:! 

Prepared  Statement  of  Senator  Arlen  Specter 

The  Senate  Subcommittee  on  Labor,  Health  and  Human  Services  and  Education 
Appropriations  will  come  to  order.  This  hearing  is  part  of  a  series  of  hearings  that 
this  Subcommittee  will  conduct  in  reviewing  the  President's  budget  requests  for 
women's  health  programs,  and  setting  funding  priorities  for  fiscal  year  1997. 

I  am  very  pleased  that  all  of  you  could  join  me  here  today  to  discuss  funding 
needs  for  women's  health  programs.  I  think  we  can  all  agree  that  the  best  way  to 
treat  women's  health  problems  is  to  prevent  them  from  occurring,  or  to  catch  them 
in  their  earliest  stages  when  they  are  most  treatable. 

It  is  also  very  important  that  we  ensure  that  health  care  is  available  to  all 
women,  especially  those  groups  that  have  been  historically  underserved.  Looming 
large  is  the  specter  of  balancing  the  Federal  budget  and  its  effect  on  funding  for 
health  care  services  and  increasing  the  role  of  managed  care  for  those  eligible  for 
Medicaid.  We  must  not  forget  the  importance  of  related  outreach  and  other  wrap 
around  services  necessary  to  reach  many  women  in  underserved  or  culturally  di- 
verse populations. 
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We  must  make  sure  that  all  women  have  access  to  preventive  services  and  are 
encouraged  to  make  use  of  those  services. 

However,  access  to  prevention  alone  is  not  enough.  Accuracy  in  diagnosis  and 
treatment  counts  in  the  most  important  way  of  all — because  we  count  mistakes  in 
lost  lives. 

I  was  distressed  to  learn  that  the  mammogram,  the  test  most  physicians  rely  on 
to  detect  Breast  Cancer,  is  not  very  accurate.  Current  mammography  misses  can- 
cerous lesions  in  approximately  15  percent  of  cases  and  by  the  same  token  up  to 
40  percent  of  mammograms  suggest  cancer  where  none  exist.  I  recently  had  the  op- 
portunity to  see  first  hand  a  revolutionary  new  technology,  currently  being  tested 
at  the  University  of  Pennsylvania,  which  could  build  upon  toda/s  mammography. 
This  project,  initiated  by  the  Office  of  Women's  Health,  is  capitalizing  on  the  invest- 
ment this  nation  has  made  in  defense,  space  and  in  the  intelligence  agencies.  Using 
knowledge  gained  through  research  from  these  communities,  scientists  and  leading 
radiologists  from  universities  around  the  country  are  now  testing  these  former  spy 
techniques.  And  if  the  projections  prove  to  be  accurate,  physicians  say  the  new 
breast  cancer  detection  system,  could  save  the  lives  of  15,000  women  each  year.  I 
was  so  impressed  with  this  demonstration,  that  I  included  $2  million  for  the  imme- 
diate start  of  clinical  trials  to  test  this  new  technology. 

Another  problem,  affecting  women,  is  domestic  violence.  Within  the  last  year,  7 
percent  of  American  women  or  3.9  million  were  victims  of  physical  abuse  and  an- 
other 20.7  million  were  verbally  or  emotionally  abused  by  their  spouse  or  partner. 
A  recent  study  found  that  the  medical  costs  associated  with  these  attacks  amounted 
to  over  $857.3  million.  I  have  visited  women's  shelters  in  Harrisburg  and  Pitts- 
burgh, where  I  saw,  first  hand,  the  kind  of  physical  and  emotional  suffering  so 
many  women  are  enduring.  In  a  sad  and  ironic  way,  the  women  I  saw  were  the 
lucky  ones.  They  survived  the  violent  attacks. 

Clearly,  violence  against  women  knows  no  social,  economic,  or  geographic  bound- 
aries. It  affects  rich  and  poor,  young  and  old.  Women  are  assaulted  in  their  homes, 
on  the  streets,  in  the  workplace,  and  on  campuses.  Over  $85  million  was  provided 
in  my  Subcommittee's  portion  of  the  Omnibus  Appropriations  Bill  to  combat  this 
problem  for  an  increase  of  $52  million  over  last  year's  funding  level.  Programs  fund- 
ed within  the  jurisdiction  of  the  Department  of  Justice  received  $174.5  million,  an 
increase  of  over  $148.5  million  in  one  fiscal  year.  Clearly,  we  are  on  the  right  track 
in  helping  women  to  combat  the  incidence  of  domestic  violence. 

Health  problems  that  afflict  women  are  finally  getting  the  attention  they  deserve. 
Now  we  must  insure  that  adequate  funding  is  provided  to  address  these  problems. 
As  Chairman  of  the  Labor-HHS  Subcommittee,  I  am  pleased  to  report  that  in  fiscal 
year  1996,  breast  cancer  research  funding  increased  from  $228.9  million  in  fiscal 
year  1993  to  $403.3  million  in  fiscal  year  1997,  breast  and  cervical  cancer  preven- 
tion program  funding  increased  25  percent  from  last  year's  level  to  $125  million, 
and  funding  for  the  Office  of  Women's  health  doubled  in  one  year  to  a  total  of  $5.3 
million.  Research  into  the  causes  and  cures  for  osteoporosis  is  now  funded  at  $100.4 
million,  a  $10  million  increase  over  a  two-year  period,  and  family  planning  pro- 
grams have  been  continued  at  $193.3  million.  Exciting  research  is  also  continuing 
as  we  approach  the  fifth  year  of  a  fifteen  year,  NIH  funded  comprehensive  women's 
health  study,  which  at  its  height  will  involve  over  160,000  women. 

Frank  O'Conner,  the  Irish  writer,  tells  in  one  of  his  books  how,  as  a  boy,  he  and 
his  friends  would  mjike  their  way  across  the  countryside.  When  they  came  to  an  or- 
chard wall  that  seemed  too  high  and  too  difficult  to  permit  their  journey  to  continue, 
they  took  off  their  hats  and  tossed  them  over  the  wall.  They  then  had  no  choice  but 
to  follow  them.  That's  what  we  must  all  do  today,  to  continue  to  support  research 
on  women's  health  issues,  to  strive  to  prevent  health  problems  before  they  occur  or 
to  catch  them  in  their  earliest  stages,  and  to  make  sure  that  all  women  have  access 
to  quality  health  care — no  matter  how  high  the  walls  we  encounter  or  how  many 
budget  crises  we  face. 

OPENING  REMARKS  OF  SENATOR  BARBARA  BOXER 

Senator  SPECTER.  Senator  Boxer. 

Senator  Boxer.  Thank  you  very  much,  Senator  Specter,  and  wel- 
come to  Cahfomia.  As  the  chairman  of  such  a  key  committee,  we 
are  deUghted  that  you  have  chosen  to  come  here,  and  I  think  that 
you  will  hear  from  some  wonderfully  astute  people  here  today. 

I  know  that  some  were  sajdng  to  me,  well,  you  do  not  have  more 
people  on  this  disease  or  that  disease  or  you  do  not  have  more  pa- 
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tients  as  opposed  to  researchers.  We  are  doing  our  best  to  move  for- 
ward in  some  areas  that,  as  Senator  Specter  has  stated,  have  never 
been  looked  at  before.  And  this  is  not  the  be-all  and  the  end-all, 
the  only  hearing.  This  is  what  I  hope  will  be  a  partnership  between 
Senator  Specter  and  me  on  a  number  of  these  issues  that  will  be 
brought  before  us  today,  and  we  will  have  an  ongoing  partnership, 
I  trust,  across  party  lines  to  move  these  issues  forward. 

Now,  most  of  us  know  that  women  represent  over  one-half  of  our 
Nation's  population.  We  are  an  increasing  proportion  in  the  work 
force.  We  are  the  primary  caregivers  to  the  children  and,  in  some 
cases,  to  our  parents.  And,  I  think  it  was  Mr.  Steiger  who  said  to 
me  as  I  came  in  that  when  women  are  suffering,  families  suffer 
and  children  suffer.  And,  therefore,  we  must  focus  extra  attention 
on  these  issues  that  have  been  ignored  for  far  too  long. 

As  Senator  Specter  said,  in  1994,  the  United  States  established 
an  important  precedent  when  we  set  up  the  Public  Health  Service's 
Office  on  Women's  Health.  And  we  have  seen  more  funding  in  cer- 
tain areas,  for  example,  breast  cancer.  We  have  seen  the  funding 
go  from  $90  milUon  in  1990  to  $600  million  today.  And  with  this 
dramatic  funding  increase,  for  the  first  time  in  history  the  death 
rate  from  this  disease  is  dropping. 

Too  many  of  us — men  and  women — have  lost  too  many  friends, 
too  many  relatives,  to  breast  cancer.  And  over  180,000  American 
women  will  be  diagnosed  with  breast  cancer  this  year.  And  Senator 
Specter  and  I — and  I  know  everyone  in  this  room — we  want  to  see 
the  death  rate  for  more  diseases  drop.  I  want  to  see  a  commitment 
in  research  for  funding  ovarian  cancer  research.  I  just  lost  one  of 
my  dearest  friends  last  week  from  ovarian  cancer — the  silent  kill- 
er— about  which  there  is  so  little  known. 

Women  who  find  out  they  have  it  usually  have  no  symptoms 
until  very  late  in  the  disease.  We  desperately  need  a  routine  test 
that  women  can  rely  on  to  see  if  they  have  ovarian  cancer. 

So  whether  it  is  osteoporosis,  for  which  there  is  finally  recogni- 
tion, or  HIV  that  hits  women  so  very  hard,  or  violence  which  is 
tragically  visited  on  innocent  women  more  than  any  other  group, 
we  need  to  pay  special  attention  to  these  issues.  And,  Senator 
Specter,  your  presence  here  indicates  that  you  are  willing  to  do 
that.  And  I  am  grateful. 

We  passed  the  Violence  Against  Women  Act,  which  I  know  you 
worked  on,  and  I  had  the  honor  of  authoring  it  when  I  was  on  the 
House  side.  It  is  law,  and  now  we  have  some  more  tools. 

We  want  to  see  eradication  of  diseases  Uke  scleroderma,  a  dis- 
ease most  have  never  heard  of.  Most  people  cannot  pronounce  it. 
But  there  are  more  cases  of  scleroderma  than  multiple  sclerosis  or 
muscular  dystrophy.  And  I  have  been  very  moved  by  my  friend, 
Sharon  Monsky,  who  you  will  meet  here  today.  And  I  will  tell  you 
that  she  is  bringing  out  this  hidden  disease  in  a  way  that  reminds 
me  of  a  woman  I  worked  with,  Elizabeth  Glaser,  who  taught  us 
about  HIV  in  infants  and  children,  and  made  that  something  that 
we  were  aware  of  and  we  could  act  on. 

Today,  we  will  hear  from  witnesses  who  are  on  the  forefront  in 
the  fight  against  diseases  and  health  conditions  which  have  a  great 
impact  on  all  our  lives,  particularly  the  lives  of  women.  And  as  a 
Senator  who  is  a  woman,  as  a  mother,  and  a  grandmother,  I  am 
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looking  forward  to  hearing  what  more  I  can  do  to  help.  And  I  do 
think  that  this  partnership  CEin  be  very,  very  forceful  in  the  Senate. 

PREPARED  STATEMENT 

So,  Mr.  Chairman,  thank  you  so  much  again  for  giving  me  this 
opportunity  to  be  with  you  today.  We  again  welcome  you.  And  what 
we  learn  here  today,  I  know  you  and  I  will  take  to  the  floor  of  the 
Senate,  and  we  will  fight  to  save  the  lives  of  women. 

Thank  you  very  much. 

Senator  Specter.  Thank  you  very  much. 

[The  statement  follows:] 

Prepared  Statement  of  Senator  Barbara  Boxer 

Mr.  Chairman,  thank  you  very  much  for  giving  me  this  opportunity  to  participate 
in  this  hearing  on  women's  health  issues.  I  know  you  are  aware  that  I  am  a  strong 
supporter  of  research  funding  for  women's  health. 

Women  represent  over  half  of  our  nation's  population,  we  are  an  increasing  pro- 
portion of  the  work  force,  and  the  primary  caregivers  to  our  children  and  in  some 
cases  our  parents.  It  is  time  for  all  of  us — across  party  lines — to  end  the  inequities 
that  women  have  faced  for  far  too  long  in  terms  of  the  lack  of  focus  on  diseases  that 
plague  us. 

In  1994,  the  United  States  set  an  important  precedent  by  establishing  the  Public 
Health  Service's  Office  on  Women's  Health,  dedicated  to  redressing  these  inequities. 

I  am  proud  of  some  of  the  inroads  made  in  the  commitment  of  federal  funds  for 
women's  health  research.  But  clearly  we  have  not  gone  far  enough. 

Breast  cancer — the  most  commonly  diagnosed  cancer  and  the  second  leading  can- 
cer killer  of  American  women — affects  one  in  eight  women  in  their  lifetimes.  Federal 
funding  for  breast  cancer  research  and  programs  has  increased  from  approximately 
$90  million  in  1990  to  $600  million  today.  With  this  dramatic  funding  increase,  for 
the  first  time  in  recent  history  the  death  rate  from  this  disease  is  dropping. 

Too  many  of  us — men  and  women — have  lost  too  many  friends,  too  many  rel- 
atives, to  breast  cancer.  Over  180,000  American  women  will  be  diagnosed  with 
breast  cancer  this  year. 

I  want  to  see  the  death  rate  from  more  diseases  drop.  I  want  to  see  a  commitment 
in  research  funds  for  ovarian  cancer — the  silent  killer — about  which  there  is  so  little 
known.  Women  who  find  out  they  have  it  usually  have  had  no  symptoms  until  very 
late  in  the  disease.  We  desperately  need  a  routine  test  women  can  rely  on  to  see 
if  they  have  ovarian  cancer. 

I  want  to  see  eradication  of  diseases  like  Scleroderma,  a  disease  most  can't  pro- 
nounce— but  there  are  more  cases  of  scleroderma  than  multiple  sclerosis  or  mus- 
cular dystrophy.  Today  we  will  hear  from  witnesses  who  are  on  the  forefront  in  the 
fight  against  diseases  and  health  conditions  which  have  a  great  impact  on  women's 
lives. 

As  a  Senator  and  a  woman,  as  a  mother  to  a  daughter  who  is  now  a  mother,  I 
am  looking  forward  to  hearing  what  more  we  can  do  to  help. 

Mr.  Chairman,  thank  you  once  again  for  giving  me  this  opportunity  to  be  here. 
There  is  a  lot  you  and  I  can  do  together.  I  look  forward  to  hearing  from  the  excellent 
witnesses  you  have  invited  to  testify. 

APPROPRIATIONS  BILL 

Senator  Specter.  Senator  Boxer.  I  think  that  Senator  Boxer 
knows  that  taking  the  results  back  to  the  Senate  is  critical  to  un- 
derstand. These  notes  will  be  made  available  to  our  colleagues.  We 
will  be  crafting  the  appropriations  bill  in  the  U.S.  Senate  based 
upon  the  testimony  which  we  have  here  today. 

Our  subcommittee  on  the  Departments  of  Health  and  Human 
Services,  Labor,  and  Education,  has  a  $65  billion  budget.  It  is  hard 
to  comprehend  how  much  money  that  is,  but  this  auditorium  would 
be  too  small  to  stuff  with  $10,000  bills  and  have  enough  room.  We 
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make  allocations  to  what  the  priorities  are;  that  is  why  these  hear- 
ings are  so  important. 

I  would  like  to  call  at  this  time  our  first  panel,  Dr.  Mitzi 
Krockover,  Dr.  David  Sartoris,  Ms.  Paula  Poundstone,  and  Ms. 
Dina  Merrill. 

We  have  a  series  of  lights.  We  are  compelled,  because  of  time 
constraints,  to  limit  the  questions  to  4  minutes.  After  4  minutes, 
the  red  light  will  go  on.  All  statements  will  be  made  a  part  of  the 
record  and  will  be  reprinted  in  full  for  the  viewing  of  all  Senators 
and  Members  of  the  House  and  the  public  generally.  I  might  say 
to  you  that  in  the  House  of  Representatives,  the  time  limit  is  usu- 
ally established  at  1  minute.  And  in  the  U.S.  Senate,  there  is  no 
limit,  so  that  if  you  want  more  time,  all  you  have  to  do  is  get  elect- 
ed to  the  U.S.  Senate.  [Laughter.l 

Senator  Boxer.  It  is  not  as  easy  as  it  sounds,  as  we  know,  Mr. 
Chairman. 

Senator  Specter.  Not  easy  at  all.  But  Senator  Boxer  was  in  the 
House,  where  she  was  limited  to  1  minute,  so  she  became  a  Sen- 
ator, a  very  effective  one. 

Our  first  witness,  Dr.  Mitzi  R.  Krockover,  from  the  Women's 
Health  Center,  will  be  focusing  on  the  integration  of  health  care 
deUvery,  education,  and  research.  She  is  a  member  of  the  Joint 
Committee  of  the  Domestic  Violence  Council,  an  interagency  coun- 
cil on  child  abuse  and  neglect.  She  has  given  numerous  presen- 
tations and  training  sessions  for  health  care  workers  on  identif3ring 
survivors  of  domestic  violence. 

We  welcome  you  here.  Dr.  Krockover,  and  look  forward  to  your 
testimony. 

SUMMARY  STATEMENT  OF  DR.  MITZI  KROCKOVER 

Dr.  Krockover.  Thank  you,  Mr.  Chairman  and  members  of  the 
subcommittee.  As  you  noted,  my  name  is  Mitzi  Krockover.  I  am  the 
medical  director  of  the  Iris  Cantor-UCLA  Women's  Health  Center, 
and  assistant  professor  of  medicine  at  the  UCLA  School  of  Medi- 
cine. The  mission  of  the  Iris  Canton-UCLA  Women's  Health  Center 
is  to  provide  quality  primary  care,  integrated  with  research  and 
education.  Our  primary  care  physicians  are  internists  who  work  in 
collaboration  with  specialists  to  provide  women  with  a  comprehen- 
sive array  of  health  services. 

I  am  very  pleased  to  have  the  opportunity  to  appear  before  the 
subcommittee  today  to  discuss  women's  health  and  also  to  high- 
light some  of  the  approaches  we  are  taking  at  UCLA.  I  have  been 
asked  to  give  an  overview  of  women's  health,  so  I  am  going  to  orga- 
nize my  comments  in  the  areas  of  health  delivery,  research,  and 
education. 

We  are  all  well  aware  that  women's  health  includes  but  is  not 
limited  to  diseases  and  conditions  of  the  reproductive  organs.  Re- 
search and  clinical  practice  have  shown  us  that  women  may  have 
problems  that  manifest  differently  or  respond  differently  to  treat- 
ment in  women  compared  with  men,  such  as  coronary  artery  dis- 
ease and  HIV/AIDS;  have  medical  problems  that  occur  more  com- 
monly in  women,  such  as  osteoporosis,  rheumatologic  diseases,  like 
lupus  and  Scleroderma,  thyroid  disease  and  depression;  and  have 
problems  that  occur  exclusively  or  nearly  so  in  women,  such  as 
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gynecologic  and  obstetric  conditions,  breast  cancer  and  ovarian  can- 
cer. And  you  are  going  to  hear  about  many  of  those  in  the  next  few 
hours. 

However,  I  would  like  to  highlight  some  specific  women's  health 
conditions  that  also  warrant  further  attention  and  are  examples  of 
the  spectrum  of  factors  that  impact  on  the  health  of  women.  For 
example,  as  Senator  Boxer  has  noted,  as  the  population  ages, 
menopause,  osteoporosis,  and  incontinence  become  increasingly 
more  prevalent.  Smoking  kills  women.  Lung  cancer  is  the  No.  1 
killer  of  women  due  to  cancer.  It  contributes  to  cardiovascular  and 
lung  disease.  And  it  can  lead  to  an  increased  rate  of  cervical  can- 
cer, pregnancy  complications  and  for  women  who  begin  to  smoke 
before  the  age  of  16,  an  increased  risk  of  breast  cancer. 

Also,  as  you  noted,  domestic  violence  may  afflict  one  in  four 
women  in  the  United  States,  and  affects  the  children  who  witness 
abuse  of  their  parent.  Abuse  not  only  impacts  on  the  individual  in 
terms  of  acute  injury,  but  also  causes  lasting  chronic  conditions,  in- 
cluding depression  and  suicide. 

Certain  mental  health  problems,  such  as  depression  and  eating 
disorders,  are  more  prevalent  in  women.  Untreated,  depression  and 
anorexia  can  be  fatal. 

Fibromyalgia,  chronic  pain  and  chronic  fatigue  afflict  women  and 
are  a  significant  source  of  lost  work  days  and  workers  compensa- 
tion. We  are  only  beginning  to  even  recognize  these  conditions  as 
true  medical  entities,  and  have  a  long  way  to  go  to  find  effective 
treatments. 

The  physicians  at  the  Iris  Cantor-UCLA  Women's  Health  Center 
recognize  the  special  needs  of  women  and  provide  comprehensive 
services  within  the  center  that  include  preventive  health  services, 
as  well  as  continuing  care  for  acute  and  chronic  medical  conditions. 
We  also  have  specialty  clinics  in  dermatology,  incontinence, 
osteoporosis,  as  well  as  gynecologic  consultation  and  nutritional 
counseling. 

And  I  always  like  to  say  that  we  are  part  of  the  larger  UCLA 
Women's  Health  Center  Without  Walls,  which  is  comprised  of  a 
number  of  specialty  centers  located  in  the  same  medical  plaza,  in- 
cluding a  center  for  breast  imaging,  a  breast  center,  an  osteoporosis 
center,  a  resource  center  for  women  with  cancer,  and  a  psychiatric 
women's  life  center. 

Approximately  85  percent  of  the  patients  treated  by  the  center 
are  enrolled  in  some  type  of  managed  care  plan.  This  experience 
provides  us  with  the  opportunity  to  serve  as  a  model  of  integrated 
women's  health  care  within  a  managed  care  environment. 

However,  even  with  models  of  care  like  those  at  UCLA,  women 
continue  to  face  disproportionate  barriers  to  care.  Women  are  more 
Hkely  to  work  in  positions  that  do  not  offer  health  insurance. 
Women  often  experience  limits  in  the  care  covered  under  certain 
insurance  plans,  including  preventive  and  mental  health  services, 
9-month  waiting  periods  for  maternity  care,  and  denial  of  insur- 
ance because  of  a  past  history  of  domestic  abuse.  Insured  women 
spend  more  out  of  pocket  than  insured  men,  primarily  because  they 
bear  the  burden  of  contraception  and  family  planning. 

And  the  good  news  is  that  women  live  longer  than  men,  but  the 
bad  news  is  that  we  are  more  at  risk  for  chronic  diseases,  neces- 
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sitating  coverage  that  provides  outpatient  care  and  home  health, 
rather  than  a  plan  that  emphasizes  acute  hospitalization.  Thus,  the 
optimal  delivery  of  health  care  is  a  combination  of  medical  exper- 
tise and  support  services  that  are  not  only  sensitive  to  women,  but 
are  available. 

Senator  Specter.  Dr.  Kj-ockover,  could  you  summarize  the  bal- 
ance of  your  statement,  please? 

Dr.  Krockover.  Sure.  You  are  going  to  hear  a  lot  about  re- 
search, so  I  will  not  go  into  that.  We  have  a  number  of  research 
activities  at  the  Women's  Health  Center.  I  also  want  to  make  a 
note  that  as  we  increasingly  have  managed  care  programs,  we  need 
to  study  how  we  are  delivering  care  in  those  programs,  and  would 
like  to  look  at  things  like  appropriateness,  effectiveness  and  quality 
of  care,  and  also  to  include  information  on  education,  both  patient 
education  that  will  empower  women  and  provide  more  savvy  con- 
sumers, and  also  to  point  out  that  women's  health  at  the  provider 
level,  in  terms  of  education,  is  very  crucial,  and  to  emphasize  edu- 
cational programs  in  women's  health  that  we  are  also  doing,  in 
terms  of  medical  students  and  internal  medicine  and  gynecology 
residency. 

prepared  statement 

I  will  refer  you  to  my  written  testimony  for  further  details  of  my 
recommendations,  and  I  will  be  glad  to  answer  any  questions. 
Thank  you. 

Senator  SPECTER.  Thank  you  very  much.  Dr.  Krockover. 
[The  statement  follows:! 
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STATEMENT  OF  DR.  MITZI  KROCKOVER 


Mr.  Chairman  and  members  of  the  Subcommittee,  my  name  is  Mitzi  Krockover, 
M.D  ,  and  I  am  the  Medical  Director  of  the  Iris  Cantor-UCLA  Women's  Health  Center 
and  Assistant  Professor  of  Medicine  at  the  UCLA  School  of  Medicine. 

The  mission  of  the  Iris  Cantor-UCLA  Women's  Health  Center  is  to  provide  quality 
primary  care  integrated  with  research  and  education.  Our  primary  care  physicians  are 
internists  who  work  in  collaboration  with  specialists  to  provide  women  with  a 
comprehensive  array  of  health  services. 

I  am  pleased  to  have  the  opportunity  to  appear  before  the  Subcommittee  today 
to  discuss  women's  health  and  to  highlight  some  of  the  approaches  we  are  taking  at 
UCLA 

I  have  organized  my  comments  to  provide  an  overview  of  women's  health  in  the 
areas  of  health  delivery,  research,  and  education. 


Delivery 

I  am  often  asked  "what  is  women's  health?"  My  answer  is  that  women's  health  is 
actually  a  model  for  how  we  should  approach  any  individual's  health  --  in  the  context  of 
ail  the  factors  that  impact  on  health  including  medical  history  and  condition,  ethnicity, 
socioeconomic  status,  and,  of  course,  gender.  All  of  these  components  have  an  impact 
on  a  woman's  health,  such  as  how  she  may  experience  the  condition,  how  that 
experience  is  communicated,  and  the  manner  in  which  she  seeks  care.  These  are 
issues  that  need  to  be  taken  into  account  when  determining  practice  guidelines, 
developing  medical  research  protocols,  and  evaluating  and  treating  patients. 

Medical  Conditions  of  Women 

The  primary  care  of  women  is  an  approach  to  women's  health  that  recognizes 
that  women's  health  transcends  diseases  and  conditions  of  the  reproductive  organs. 
Research  and  clinical  practice  have  shown  us  that  women: 

•  may  have  problems  that  manifest  differently  or  respond  differently  to  treatment  in 
women,  compared  with  men,  such  as  coronary  artery  disease,  and  HIV/AIDS. 

•  have  medical  problems  that  occur  more  commonly  in  women,  such  as  osteoporosis, 
rheumatologic  diseases  like  lupus  and  scleroderma,  thyroid  disease,  and 
depression. 

•  have  problems  that  occur  exclusively,  or  nearly  so,  in  women,  such  as  gynecological 
and  obstetrical  conditions,  breast  cancer,  and  ovarian  cancer. 

I  would  like  to  take  a  moment  to  discuss  a  few  additional  medical  issues  that 
affect  women  significantly  and  that  also  define  the  spectrum  of  considerations  that  must 
be  taken  into  account  when  tackling  these  issues: 

•  Menopause  is  a  time  of  transition  both  physiologically  and  psychologically,  and 
necessitates  a  comprehensive  approach  to  include  preventive  measures,  diagnosis 
and  treatment  of  abnormalities,  a  balanced  approach  to  options  such  as  hormone 
therapy,  and  an  appreciation  of  social  environment,  which  may  impact  on  sexuality, 
relationships  and  work.  Incontinence  and  osteoporosis  are  conditions  more 
prevalent  in  women  of  menopausal  age.  We  also  need  to  address  issues  such  as 
menopause  in  women  with  breast  cancer,  and  be  able  to  offer  alternatives  to 
hormone  therapy  for  treatment  of  menopausal  symptoms  and  prevention  of 
cardiovascular  disease  and  osteoporosis. 
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Smoking  kills  women  --  lung  cancer  is  the  number  one  killer  of  women  due  to 
cancer,  and  the  numbers  are  growing,  not  diminishing.  More  young  women  are 
smoking  and  fewer  women  are  quitting,  as  compared  with  men.  In  addition  to 
cardiovascular  disease  and  lung  disease,  smoking  can  lead  to  an  increased  rate  of 
cervical  cancer,  low  birth  weight  babies,  earlier  menopause,  increased  risk  of 
osteoporosis,  and  for  women  who  begin  to  smoke  before  the  age  of  16,  an 
increased  risk  of  breast  cancer. 

Domestic  violence  afflicts  1  in  4  women  in  the  United  States.  25%  of  women  who 
commit  suicide  have  been  abused  at  some  time,  75%  will  go  on  to  suffer  repeated 
abuse  after  seeking  treatment  for  their  injuries,  and  23%  of  women  who  seek 
prenatal  care  may  be  abused.  Domestic  violence  also  impacts  on  the  children  who 
witness  such  abuse,  and  many  of  these  children  also  get  caught  in  the  crossfire. 
Survivors  of  domestic  abuse  not  only  show  up  in  our  emergency  rooms,  but  in  our 
offices,  and  physicians  need  to  know  how  to  identify  and  intervene.  Unfortunately, 
when  we  do  intervene,  consistent  and  adequate  support  and  shelters  are  not  always 
available. 

Mental  health  conditions  such  as  depression  and  eating  disorders  are  more 
prevalent  in  women.  Depression  affects  women  in  a  ratio  of  2:1  over  men  with  all 
variables  accounted  for.  Factors  that  may  impact  on  depression  include  pregnancy, 
hormonal  variations,  ttiyroid  disease,  history  of  or  current  abuse,  and  life  stressors. 
Untreated,  depression  can  be  fatal.  95%  of  people  with  eating  disorders,  including 
anorexia  nervosa  and  bulimia,  are  women. 

Fibromyalgia,  chronic  pain,  and  chronic  fatigue  afflict  women,  and  are  a 
significant  source  of  lost  work  days  and  worker's  compensation.  We  are  only 
beginning  to  recognize  these  conditions  as  true  medical  entities,  and  have  a  long 
way  to  go  to  find  effective  treatments. 


A  Model  of  Care 

Center  with  Walls  Models  of  women's  health  care  are  being  developed  in  order  to 
address  these  issues.  The  Iris  Cantor-UCLA  Women's  Health  Center  functions  as  a 
"center  with  walls"  to  provide  one-stop-shopping  to  women  seeking  primary  health  care 
services  A  woman  can  receive  comprehensive  services  within  the  Center  that  include 
preventive  health  measures,  such  as  pap  smears  or  breast  exams,  as  well  as  continuing 
care  for  acute  and  chronic  medical  conditions,  such  as  high  blood  pressure, 
menopause,  or  diabetes.  Specialty  clinics  in  dermatology,  incontinence,  or  osteoporosis 
are  available  to  patients,  as  is  gynecological  consultation.  Nutntional  counseling  is  also 
available 

All  of  these  services  are  provided  in  collaboration  with  the  UCLA  School  of 
Medicine  to  provide  medical  residents  with  a  broad  experience  in  diagnosis  and 
treatment  of  women's  health,  and  to  provide  patients  with  access  to  the  most  current 
medical  knowledge. 

Center  without  Walls  Beyond  providing  internal  medicine  services,  the  Iris  Cantor- 
UCLA  Women's  Health  Center  is  part  of  the  larger  UCLA's  "Women's  Health  Center 
without  Walls,"  which  is  comprised  of  a  number  of  centrally  located  specialty  centers, 
including  the  Iris  Cantor  Center  for  Breast  Imaging,  the  Revlon/UCLA  Breast  Center,  the 
Osteoporosis  Center,  the  Rhonda  Fleming  Mann  Resource  Center  for  Women  with 
Cancer,  and  the  Psychiatric  Women's  Life  Center.  The  central  location  of  all  these 
facilities  allows  a  patient  to  move  from  visit  to  visit  in  the  same  medical  plaza  and  with 
practitioners  who  work  together  on  a  regular  basis  This  continuing  relationship  among 
the  physicians  allows  for  a  more  thorough  knowledge  of  the  practices  involved  and  what 
may  lie  ahead  for  the  patient. 
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Managed  Care  The  Iris  Cantor-UCLA  Women's  Health  Center  exists  in  one  of  the  nnost 
heavily  managed  care  areas  of  the  country.  Approximately  eighty-five  percent  of  the 
patients  treated  by  the  Center  are  enrolled  in  some  type  of  managed  care  plan.  This 
experience  provides  us  with  the  opportunity  to  serve  as  a  model  of  integrated  women's 
health  care  within  a  managed  care  environment. 

For  the  most  part,  i  believe  the  delivery  of  health  services  in  an  integrated 
managed  care  environment  can  be  beneficial  to  patients  As  providers,  we  can  more 
closely  monitor  the  coordination  of  care,  making  sure  the  proper  referral  is  made  to  the 
appropriate  specialist,  and  follow  along  with  that  specialist  to  provide  any  additional 
input  1  believe  our  patients,  with  their  many  work  and  care-taking  responsibilities, 
appreciate  the  convenience  and  continuity  of  having  one  physician  provide  a  majonty  of 
their  care,  and  when  necessary,  having  that  physician  coordinate  a  referral  to  specialists 
available  in  one  central  location.  The  ease  with  which  we  function  in  a  managed  care 
environment  is  attributable  in  part  to  the  physical  setup  of  the  UCl-A  Medical  Plaza 
where  geographic  accessibility,  combined  with  collaborative  relationships  between 
providers,  help  to  deliver  a  broad  array  of  services  in  a  central  environment. 

Barriers  to  Care 

However,  even  with  models  of  care  like  those  at  UCLA,  women  continue  to  face 
disproportionate  barriers  to  care.  Women  are  more  likely  to  work  in  the  service 
industnes  or  small  businesses,  work  part-time,  or  be  self-employed  -  environments  that 
are  least  likely  to  offer  health  insurance.  They  are  also  more  likely  to  be  taking  care  of 
children  as  a  single  parent,  and/or  care-taking  an  elderly  relative,  therefore  having  more 
responsibility  with  less  resources. 

Women  often  experience  limits  in  the  care  covered  under  certain  insurance 
plans,  such  as  a  nine-month  waiting  penod  for  maternity  benefits,  too-early  discharge 
after  delivery,  or  the  denial  of  coverage  because  of  a  past  history  of  domestic  abuse. 
Preventive  services  such  as  mammograms  or  pap  smear  may  not  be  covered  under 
basic  benefits  Insured  women  spend  more  out-of-pocket  than  men,  primarily  because 
they  bear  the  burden  of  contraception  and  family  planning. 

Women  live,  on  the  average,  7  years  longer  than  men,  and  are  more  at  risk  for 
chronic  diseases,  necessitating  coverage  that  provides  outpatient  care  and  home 
health,  rather  than  a  plan  that  emphasizes  acute  hospitalization.  They  are  also  more 
likely  to  live  alone  with  those  conditions;  they  are  the  majority  of  nursing  home  residents 
-  yet  long  term  care  is  not  generally  covered  by  medical  insurance. 

Thus,  the  optimal  delivery  of  health  care  is  a  combination  of  medical  expertise 
and  support  services  that  are  not  only  sensitive  to  women,  but  available. 

Research 

Clinical  and  Laboratory  Research  The  importance  of  research  in  women's  health 
cannot  be  underestimated.  Over  60  percent  of  the  federal  dollars  that  come  to  UCI-A 
are  through  the  National  Institutes  for  Health,  and  much  of  this  research  addresses 
women's  health  concerns.  Tremendous  strides  have  been  made  since  the  development 
in  1990  of  the  Office  of  Women's  Health  Research  at  NIH.  As  a  member  of  the 
Professional  Advisory  Board  of  the  Women's  Health  Initiative  at  UCLA,  I  am  heartened 
by  the  increased  federal  commitments  to  women's  health  through  this  research 
endeavor. 

The  Iris  Cantor-UCLA  Women's  Health  Center  is  a  site  for  a  number  of  clinical 
trials  funded  by  government  agencies,  including: 

•  Breast  Cancer  Prevention  Trial  (funded  by  National  Cancer  Institute) 

•  Study  of  Women  Across  the  Nation  (SWAN)  (funded  by  National  Institute  on 
Aging) 

•  Menopause  and  Alternatives  to  Hormone  Therapy  in  Breast  Cancer  Survivors 
(funded  by  Department  of  Defense) 
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•     A  Survey  of  Attitudes  of  Breast  Cancer  Survivors  towards  Menopause  (funded 
by  National  Institute  on  Aging,  OAIC) 

Providing  a  site  for  clinical  research  helps  to  bnng  the  far-away  laboratory  to  the 
clinical  environment,  making  it  more  accessible  to  subjects,  as  well  as  practicing 
physicians  who  are  updated  on  a  regular  basis  about  the  research  taking  place  at  the 
Center. 

Health  Sen/ices  Research  There  is  also  a  tremendous  amount  to  be  learned  from 
practicing  in  a  managed  care  environment.  Among  the  questions  that  remain  to  be 
answered  are  concerns  about  arriving  at  the  most  appropriate,  effective,  and  cost- 
efficient  clinical  decisions  for  certain  women's  health  problems,  how  we  can  measure 
whether  the  care  women  receive  in  a  managed  care  environment  is  of  the  highest 
quality,  and  the  impact  of  managed  care's  emphasis  on  shorter  and  fewer  physician 
visits  and  what  effective  alternatives  can  be  developed  to  enhance  clinical  care  in  that 
environment.  Facilities  like  the  Iris  Cantor-UCLA  Women's  Health  Center  can  provide  a 
wealth  of  information  on  these  and  other  matters  that  hopefully  will  serve  as  a  model  for 
other  providers  delivering  services  in  a  managed  care  environment 

Education 

Eduation  on  women's  health  is  critical  -  for  both  the  lay  person  and  the 
professional. 

Patient  Education  Women  have  traditionally  been  the  health  consumers  in  their 
families  They  make  85  percent  of  the  health  care  decisions  for  their  families,  and  they 
spend  a  great  deal  of  time  and  energy  educating  themselves  on  health. 

An  informed  consumer  can  make  better  choices,  and  when  involved  in  the 
decision-making  process  will  be  more  apt  to  continue  with  a  decided-upon  course  of 
care  At  the  Women's  Health  Center,  we  spend  a  considerable  amount  of  time 
educating  and  informing  our  patients  of  their  choices. 

To  further  this  effort,  this  fall  we  will  be  opening  a  Women's  Health  Education 
and  Resource  Center  adjacent  to  the  Women's  Health  Center.  This  facility  will  provide 
patients  with  audio,  visual,  published,  and  computer-based  education  matenals.  as  well 
as  lectures,  seminars,  classes,  and  support  groups  -  all  geared  specifically  to  women. 

Physician  Education  Education  in  women's  health  is  crucial  at  the  provider  level.  It  is 
imperative  that  we  teach  all  medical  students  and  residents  the  importance  of  not  only 
gender  and  cultural  sensitivity,  but  competency,  as  well. 

At  the  UCLA  School  of  Medicine,  medical  students  rotate  through  modules  in 
women's  health,  including  one  that  addresses  the  issue  of  domestic  violence  Internal 
medicine  residents  rotate  through  the  Revlon/UCLA  Breast  Center,  gynecological 
services,  and  the  Women's  Health  Center.  Additionally,  they  receive  didactic  teaching  in 
an  eight-week  session  devoted  to  women's  health  issues  Residents  are  encouraged  to 
attend  the  weekly  case  conferences  and  monthly  interdisciplinary  Women's  Health 
Grand  Rounds,  which  take  place  at  the  Women's  Health  Center. 

We  are  also  developing  a  new  curriculum  in  internal  medicine,  which  not  only  will 
have  a  women's  health  rotation,  but  also  will  require  that  women's  health  issues  be 
incorporated  throughout  the  general  internal  medicine  and  subspecialty  curricula. 

Next  fall,  gynecology  residents  will  begin  to  rotate  through  the  Women's  Health 
Center  to  acquire  more  knowledge  and  training  in  the  primary  care  issues  of  women. 
They  will  work  with  geriatricians  in  both  internal  medicine  and  gynecology,  side-by-side 
with  internal  medicine  residents.  Such  collaborative  teaching  opportunities  are  made 
possible  by  a  faculty  and  its  leadership  who  are  willing  to  work  together  and  who  are 
dedicated  to  optimal  women's  health  care. 
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Recommendations 

I  would  like  to  leave  you  with  a  few  thoughts  and  recommendations  as  you 
consider  the  status  of  women's  health  in  the  United  States. 

Access  and  Delivery 

It  is  crucial  that  the  barriers  that  presently  exist  be  removed.  In  particular,  the 
bias  against  women  in  the  insurance  marketplace  must  be  eradicated.  Drive-through 
deliveries,  denial  of  insurance  to  victims  of  domestic  violence,  and  denial  of  maternity 
and  preventive  benefits  must  be  discouraged.  Providers  should  be  mandated  to  provide 
a  basic  benefit  plan  for  women  which  includes  preventive  screening,  reproductive  health 
services,  mental  health  benefits,  and  home  health  services.  I  would  also  recommend 
affordable  long  term  care  insurance.  I  know  that  Congress  is  presently  considering  a 
health  insurance  reform  proposal,  and  I  urge  you  to  take  these  steps  toward  improving 
women's  access  to  health  care. 

Impact  on  Health 

Taking  a  stronger  stand  against  the  tobacco  companies  is  an  important  stand  for 
women's  health.  Effectively  discouraging  the  sale  of  tobacco  to  minors  is  crucial  if  we 
are  going  to  make  any  impact  on  the  cost,  in  lives  and  dollars,  of  women  and  their 
children.  Legislation  should  be  drafted  to  enforce  no-smoking  in  all  public  areas  and  to 
provide  incentives  for  companies  with  strong  non-smoking  policies  and  smoking 
cessation  programs  for  their  employees.  I  would  also  urge  you  to  provide  funding  for 
media  campaigns,  public  education,  and  accessible  smoking  cessation  programs. 

We  all  recognize  that  domestic  and  family  violence  is  too  pervasive  and  too 
costly.  Prevention  should  be  our  ultimate  goal  and  I  would  urge  you  to  support 
preventive  programs  at  schools.  Our  response  as  a  society  to  victims  of  abuse  must  be 
consistent  and  available  -  laws  protecting  victims  of  violence  must  be  enforced, 
programs  and  shelters  must  be  made  available,  and  hospitals  and  physicians  must  have 
policies  and  procedures  ready  to  implement. 

Research 

A  continued  commitment  by  the  federal  government  to  research  in  women's 
health  is  critical.  Women  make  up  the  majority  of  this  nations'  population,  and  the 
federal  investment  in  research  should  more  closely  reflect  this  fact.  I  am  aware  that  the 
Chairman  of  the  House  Appropriations  Subcommittee  on  Labor,  Health  and  Human 
Services,  and  Education  is  advocating  an  increase  of  6.5  percent  in  the  NIH  budget  for 
the  coming  fiscal  year,  and  I  hope  that  you  would  include  a  similar  increase  in  research 
on  women's  health  when  you  move  forward  on  this  funding  measure. 

Many  women  look  to  complementary  medicine  when  Western  medicine  fails  to 
recognize  their  ailments  or  provide  effective  treatment.  I  also  hope  that  an  increase  in 
funding  to  the  Office  of  Alternative  Medicine  will  be  forthcoming,  so  women  with  breast 
cancer  may  have  a  proven  alternative  to  hormone  therapy  for  their  symptoms,  or 
women  with  chronic  pain  or  fatigue  can  have  options  that  are  proven  safe  and  effective 
through  research. 

Additionally,  a  greater  effort  should  be  made  to  create  a  partnership  between 
managed  care  companies  and  academic  health  centers  and  other  providers  in  order  to 
study  such  issues  as  quality  of  care,  appropriate  guidelines,  and  effective  models  of 
service  delivery  to  women. 

Education 

Finally,  it  is  of  great  importance  to  promote  women's  health  education,  increasing 
the  knowledge  of  women  about  their  health  care  through  culturally  sensitive  public 
education  campaigns  as  well  as  increasing  the  knowledge  and  sensitivity  of  physicians 
through  academic  training.  As  medical  schools  face  diminished  funding,  it  becomes 
more  difficult  to  embark  on  new  programs  of  study.  Emphasis  should  be  placed, 
through  federal  health  professions  programs,  on  training  physicians  how  to  deliver 
gender  and  culturally  sensitive  medical  care. 
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Managed  care  organizations  must  also  increase  their  investment  in  medical 
education.  As  increasingly  more  patients  are  enrolled  in  managed  care  plans,  as 
Medicare  dollars  which  previously  funded  graduate  medical  education  are  redistributed 
to  managed  care  organizations,  and  as  these  firms  benefit  financially  from  a  relationship 
with  academic  health  centers,  they  should  fall  under  an  increased  obligation  to 
contribute  to  graduate  medical  education. 

I  appreciate  your  time  and  attention  to  this  important  issue,  and  I  would  be 
pleased  to  work  with  you  and  your  staff  on  women's  health  issues  in  the  future. 

SUMMARY  STATEMENT  OF  DR.  DAVID  SARTORIS 

Senator  Specter.  Our  next  witness  is  Dr.  David  J.  Sartoris,  who 
conducts  research,  lectures  to  patient  organizations,  and  teaches 
osteoporosis  prevention  to  fellows,  residents,  and  medical  students. 
He  is  also  active  in  teaching  children  how  they  can  prevent 
osteoporosis  and  conducts  education  seminars  for  kindergartners 
through  12th  grade  students  in  the  San  Diego  public  school  system. 

Welcome  Dr.  Sartoris,  and  the  floor  is  yours. 

Dr.  Sartoris.  Thank  you  very  much,  Mr.  Chairman  and  Senator 
Boxer,  for  the  invitation  to  be  here  today. 

I  would  like  to  emphasize  in  my  presentation  the  need  for  addi- 
tional funding  for  osteoporosis  in  three  major  areas,  the  first  one 
being  the  access  of  women  to  diagnostic  tests  for  early  identifica- 
tion of  osteoporosis.  The  second  being  the  access  to  the  therapies 
for  the  disease — in  particular,  the  newer  therapies  that  seem  to  be 
more  effective  than  estrogen  replacement  therapy,  and,  third,  the 
need  for  additional  and  innovative  approaches  to  education  in 
osteoporosis  prevention,  which  are  targeted  specifically  at  all  age 
groups,  not  simply  premenopausal  and  postmenopausal  women. 

The  prevention  of  osteoporotic  fractures,  with  attendant  reduc- 
tions in  health  care  costs  and  excess  morbidity  and  mortality,  de- 
pends on  the  identification  of  individuals  who  are  at  risk  for  frac- 
ture so  that  proper  intervention  can  be  initiated.  It  has  been  shown 
that  historical  risk  factors  are  inadequate  for  the  prediction  of  low 
bone  mass  or  fracture  risk. 

Several  prospective  studies  have  now  shown  that  the  relative 
risk  of  fracture  increases  exponentially  with  incremental  reductions 
in  bone  mass,  which  establishes  the  utility  of  noninvasive  bone 
mass  measurement  in  predicting  a  patient's  risk  of  future  fracture, 
and  the  identification  in  particular  of  younger  asjrmptomatic  indi- 
viduals who  are  at  risk  for  osteoporotic  fracture  is  imperative  if  we 
are  to  reduce  the  morbidity,  mortality,  and  economic  consequences 
of  this  disease. 

We  want  to  also  emphasize  that  bone  mass  measurements  have 
been  shown  to  predict  fracture  risk  as  well  or  better  than  choles- 
terol measurements  predict  the  risk  of  heart  disease  or  blood  pres- 
sure measurements  predict  the  risk  of  stroke. 

Bone  densitometry  is  currently  the  only  technology  available  for 
the  accurate  measurement  of  bone  mass  and  the  prediction  of  frac- 
ture risk.  Prior  to  the  advent  of  bone  mass  measurement,  the  diag- 
nosis of  osteoporosis  depended  on  the  presence  of  a  fragility  frac- 
ture. Appropriate  etiologies  for  the  disease  can  be  investigated  on 
the  basis  of  a  bone  density  test  result,  appropriate  interventions 
applied,  and  appropriate  longitudinal  monitoring  initiated. 
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A  gradient  risk  chart;  showing  current  and  hfetime  fracture  risk 
based  on  age,  bone  mass,  and  duration  of  exposure  to  low  bone 
mass  will  allow  the  clinician  to  estimate  the  expected  benefit  of  rec- 
ommended interventions  in  terms  of  fracture  reduction. 

I  would  like  to  also  emphasize  that  currently  estrogen-deficient 
women  constitute  one  of  the  largest  patient  populations  that  are 
potentially  affected  by  these  recommendations.  Women  are  more 
likely  to  initiate  preventive  measures  for  osteoporosis  if  they  are 
personally  aware  of  the  presence  of  low  bone  mass.  Thus,  a  bone 
mass  measurement  can  help  clarify  the  benefit-to-risk  ratio  of  ei- 
ther estrogen  or  hormone  replacement  therapy  for  those  women 
who  are  uncertain  about  whether  or  not  to  utilize  it  because  of  the 
risks  and  benefits  involved. 

This  is  particularly  important,  since  several  alternative  therapies 
are  now  available  and  have  recently  been  approved  by  the  FDA, 
and,  in  addition,  there  are  additional  therapies  that  are  very  prom- 
ising that  should  be  available  in  the  near  future. 

I  would  also  like  to  emphasize  the  importance  of  education  in 
osteoporosis,  both  at  the  physician  level  and  at  the  patient  level. 
The  program  that  we  have  been  doing  at  UCSD  for  the  past  3 
years  is  relatively  innovative.  I  teach  a  one-unit  undergraduate 
seminar  to  UCSD  undergraduate  students  who,  in  turn,  are  re- 
quired to  go  out  into  the  community  and  give  presentations  on 
osteoporosis  prevention  that  is  geared  toward  the  younger  age 
groups. 

Senator  Specter.  Dr.  Sartoris,  could  you  summarize  the  balance 
of  your  testimony,  please? 

Dr.  Sartoris.  Yes. 

PREPARED  STATEMENT 

We  want  to  look  at  this  disease  increasingly  as  one  that  should 
be  addressed  early  in  life  rather  than  in  midlife  or  late  in  life.  And 
I  thiiik  there  is  a  need  for  additional  programs  that  are  aimed  at 
the  younger  people,  so  that  we  can  help  all  young  women  achieve 
their  peak  bone  mass  before  they  start  to  lose  bone  at  age  35. 

Thank  you. 

Senator  Specter.  Dr.  Sartoris,  thank  you  very  much  for  your  tes- 
timony. 

[The  statement  follows:] 
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STATEMENT  OF  DR.  DAVID  SARTORIS 

Prevention  of  osteoporotic  fractures,  with  the  attendant  reductions  in  health  care 
costs  and  excess  morbidity  and  mortality,  depends  on  identification  of  individuals  at 
risk  for  fractures,  so  that  proper  intervention  (e.g.,  lifestyle  decisions,  exercise, 
hormone  or  drug  therapy)  can  be  initiated.  Historical  risk  factors  have  been  shown  to 
be  inadequate  for  the  prediction  of  low  bone  mass  or  fracture  risk.  However,  several 
prospective  studies  have  now  shown  that  the  relative  risk  of  fracture  increases 
exponentially  with  incremental  reductions  in  bone  mass,  clearly  establishing  the  utility 
of  bone-mass  measurement  in  predicting  a  patient's  future  risk  of  fracture. 
The  identification  of  younger  asymptomatic  individuals  who  are  at  risk  for 
osteoporotic  fractures  is  imperative  if  the  morbidity,  mortality,  and  economic 
consequences  of  osteoporosis  are  to  be  reduced.  Prevention  of  the  first  fracture  is  a 
concept  that  is  important  for  several  clinical  reasons.  First,  asymptomatic 
nonfractured  individuals  with  low  bone  mass  (either  due  to  low  peak  bone  mass  or 
bone  loss  of  whatever  etiology)  have  an  increased  fracture  risk  as  compared  with 
individuals  with  normal  bone  mass.  Second,  identification  of  high-risk  nonfractured 
individuals  leads  to  discovery  of  possible  secondary  etiologies  and  initiation  of 
appropriate  intervention  strategies.  Third,  once  the  first  fracture  occurs,  the  relative 
risk  of  a  second  fracture  increases  fivefold,  independent  of  bone  mass,  and  the 
combination  of  low  bone  mass  and  just  one  vertebral  fracture  increases  the  relative 
risk  of  a  second  fracture  25-fold  Lastly,  once  these  high-risk  patients  are  identified 
and  inten/ention  strategies  are  initiated,  bone  mass  can  be  maintained,  and 
prevention  of  the  first  fracture  can  be  achieved  in  many  patients.   If  these  individuals 
are  not  identified,  bone  loss  may  continue  unrecognized    Therefore,  there  should  be  a 
consensus  to  broaden  the  utilization  of  bone-mass  measurements  to  identify  those 
individuals  with  low  bone  mass  and  an  increased  risk  of  fracture. 

Bone-mass  measurements  have  been  shown  to  predict  fracture  risk  as  well  as  or 
better  than  cholesterol  measurements  predict  the  risk  of  heart  disease  or  blood 
pressure  measurements  predict  the  risk  of  stroke.  This  unique  ability  of  bone-mass 
measurements  to  predict  fracture  risk  should  be  an  important  tool  for  disease  prevention. 

Bone  densitometry  is  the  only  technology  available  for  the  accurate  measurement  of 
bone  mass  or  the  prediction  of  fracture  risk.  Before  the  advent  of  bone  densitometry, 
the  diagnosis  of  osteoporosis  depended  on  the  presence  of  a  fragility  fracture.  With  the 
ability  to  measure  bone  mass  and  the  recognition  of  the  relationship  between  reductions 
in  bone  mass  and  increases  in  fracture  risk,  the  diagnosis  of  osteoporosis  can  and 
should  be  made  based  on  the  level  of  bone  mass  as  determined  by  bone  densitometry 
before  fractures  occur.  Appropriate  etiologies  can  then  be  investigated,  appropriate 
interventions  applied,  and  appropriate  longitudinal  monitoring  initiated.  A  gradient-risk 
chart  showing  current  and  lifetime  fracture  risk  based  on  age,  bone  mass,  and  duration 
of  exposure  to  low  bone  mass  will  allow  the  clinician  to  estimate  the  expected  benefit  of 
recommended  interventions  in  terms  of  fracture  reduction. 

Four  clinical  situations  have  been  described  in  which  knowledge  of  the  patient's  bone 
mass  or  fracture  risk  could  affect  clinical  management  decisions.  These  include 
estrogen  deficiency,  vertebral  abnormalities  or  suspected  osteopenia  on  plain 
radiography,  asymptomatic  primary  hyperparathyroidism,  and  long-term  corticosteroid 
therapy  if  dosage  adjustments  could  be  made  or  other  treatment  could  be  initiated  to 
prevent  bone  loss    Clinical  experience  in  establishing  the  precision  of  newer  bone-mass 


I 


127 


measurement  techniques  has  grown  such  that  serial  measurements  to  determine  the 
efficacy  of  treatments  for  osteoporosis  are  also  feasible.  Additionally,  knowledge  of  a 
patient's  bone  mass  may  affect  clinical  management  after  organ  transplantation. 

Estrogen-deficient  women  constitute  one  of  the  largest  patient  populations  potentially 
affected  by  these  recommendations.  Women  are  more  likely  to  initiate  preventive 
measures  for  osteoporosis  if  they  are  aware  of  the  presence  of  low  bone  mass.  Thus,  a 
bone-mass  measurement  can  help  clarify  the  benefit-to-risk  ratio  of  either  estrogen  or 
hormone  replacement  therapy  (ERT  or  HRT)  for  those  women  who  are  uncertain  about 
whether  to  utilize  it    This  is  particularly  important  since  several  alternative  therapies 
have  recently  been  approved  by  the  F.D.A. 

This  presentation  will  emphasize  the  potential  power  of  noninvasive  bone  mass 
measurement  as  a  preventive  medicine  strategy  aimed  at  reducing  the  incidence  of 
osteoporosis-related  fractures  in  older  adults    Innovative  approaches  to  osteoporosis 
education  at  the  physician  and  patient  level  will  be  presented,  including  the  author's 
personal  experience  with  an  undergraduate  seminar  taught  for  the  past  three  years  at 
UCSD,  in  which  students  are  prepared  for  presentations  on  osteoporosis  prevention  to 
K-12  classes  throughout  the  San  Diego  Unified  School  District    Public  instruction 
through  lectures  arranged  by  the  UCSD  Speakers  Bureau,  as  well  as  individual  patient 
counseling  on  bone  densitometry  results  and  therapeutic  options  will  be  discussed  as 
effective  means  of  reaching  the  adult  population. 

Prevention  of  osteoporotic  fractures,  with  the  attendant  reductions  in  healtfi  care 
costs  and  excess  morbidity  and  mortality,  depends  on  identification  of  individuals  at  risk 
for  fractures,  so  that  proper  intervention  (eg  .  lifestyle  decisions,  exercise,  hormone  or 
drug  therapy)  can  be  initiated.  Historical  risk  factors  have  been  shown  to  be 
inadequate  for  the  prediction  of  low  bone  mass  or  fracture  risk.  However,  several 
prospective  studies  have  now  shown  that  the  relative  risk  of  fracture  increases 
exponentially  with  incremental  reductions  in  bone  mass,  clearly  establishing  the  utility  of 
bone-mass  measurement  in  predicting  a  patient's  future  risk  of  fracture. 

The  identification  of  younger  asymptomatic  individuals  who  arfe  at  risk  for  osteoporotic 
fractures  is  imperative  if  the  morbidity,  mortality,  and  economic  consequences  of 
osteoporosis  are  to  be  reduced.  Prevention  of  the  first  fracture  is  a  concept  that  is 
important  for  several  clinical  reasons.  First,  asymptomatic  nonfractured  individuals  with 
low  bone  mass  (either  due  to  low  peak  bone  mass  or  bone  loss  of  whatever  etiology) 
have  an  increased  fracture  risk  as  compared  with  individuals  with  normal  bone  mass. 
Second,  identification  of  high-risk  nonfractured  individuals  leads  to  discovery  of  possible 
secondary  etiologies  and  initiation  of  appropriate  intervention  strategies.  Third,  once 
the  first  fracture  occurs,  the  relative  risk  of  a  second  fracture  increases  fivefold, 
independent  of  bone  mass,  and  the  combination  of  low  bone  mass  and  just  one 
vertebral  fracture  increases  the  relative  risk  of  a  second  fracture  25-fold.  Lastly,  once 
these  high-risk  patients  are  identified  and  intervention  strategies  are  Initiated,  bone 
mass  can  be  maintained,  and  prevention  of  the  first  fracture  can  be  achieved  in  many 
patients    If  these  individuals  are  not  identified,  bone  loss  may  continue  unrecognized 
Therefore,  there  should  be  a  consensus  to  broaden  the  utilization  of  bone-mass 
measurements  to  identify  those  individuals  with  low  bone  mass  and  an  increased  risk  of 
fracture. 

Bone-mass  measurements  have  been  shown  to  predict  fracture  risk  as  well  as  or 
better  than  cholesterol  measurements  predict  the  risk  of  heart  disease  or  blood 
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pressure  measurements  predict  the  risk  of  stroke.  This  unique  ability  of  bone-mass 
measurements  to  predict  fracture  risk  should  be  an  important  tool  for  disease 
prevention 

Bone  densitometry  is  the  only  technology  available  for  the  accurate  measurement 
of  bone  mass  or  the  prediction  of  fracture  risk.  Before  the  advent  of  bone 
densitometry, 

the  diagnosis  of  osteoporosis  depended  on  the  presence  of  a  fragility  fracture.  With 
the  ability  to  measure  bone  mass  and  the  recognition  of  the  relationship  between 
reductions  in  bone  mass  and  increases  in  fracture  risk,  the  diagnosis  of  osteoporosis 
can  and  should  be  made  based  on  the  level  of  bone  mass  as  determined  by  bone 
densitometry  before  fractures  occur.  Appropriate  etiologies  can  then  be  investigated, 
appropriate  interventions  applied,  and  appropriate  longitudinal  monitoring  initiated.  A 
gradient-risk  chart  showing  current  and  lifetime  fracture  risk  based  on  age,  bone 
mass,  and  duration  of  exposure  to  low  bone  mass  will  allow  the  clinician  to  estimate 
the  expected  benefit  of  recommended  interventions  in  terms  of  fracture  reduction 
Four  clinical  situations  have  been  described  in  which  knowledge  of  the  patient's 
bone  mass  or  fracture  risk  could  affect  clinical  management  decisions.  These  include 
estrogen  deficiency,  vertebral  abnormalities  or  suspected  osteopenia  on  plain 
radiography,  asymptomatic  primary  hyperparathyroidism,  and  long-term  corticosteroid 
therapy  if  dosage  adjustments  could  be  made  or  other  treatment  could  be  initiated  to 
prevent  bone  loss.   Clinical  experience  in  establishing  the  precision  of  newer  bone- 
mass  measurement  techniques  has  grown  such  that  serial  measurements  to 
determine  the  efficacy  of  treatments  for  osteoporosis  are  also  feasible.  Additionally, 
knowledge  of  a  patient's  bone  mass  may  affect  clinical  management  after  organ 
transplantation. 

Estrogen-deficient  women  constitute  one  of  the  largest  patient  populations 
potentially  affected  by  these  recommendations.  Women  are  more  likely  to  initiate 
preventive  measures  for  osteoporosis  if  they  are  aware  of  the  presence  of  low  bone 
mass    Thus,  a  bone-mass  measurement  can  help  clarify  the  benefit-to-risk  ratio  of 
either  estrogen  or  hormone  replacement  therapy  (ERT  or  HRT)  for  those  women  who 
are  uncertain  about  whether  to  utilize  it.  This  is  particularly  important  since  several 
alternative  therapies 
have  recently  been  approved  by  the  F.D.A. 

This  presentation  will  emphasize  the  potential  power  of  noninvasive  bone  mass 
measurement  as  a  preventive  medicine  strategy  aimed  at  reducing  the  incidence  of 
osteoporosis-related  fractures  in  older  adults.  Innovative  approaches  to  osteoporosis 
education  at  the  physician  and  patient  level  will  be  presented,  including  the  author's 
personal  experience  with  an  undergraduate  seminar  taught  for  the  past  three  years  at 
UCSD,  in  which  students  are  prepared  for  presentations  on  osteoporosis  prevention  to 
K-12  classes  throughout  the  San  Diego  Unified  School  District.  Public  instruction 
through  lectures  arranged  by  the  UCSD  Speakers  Bureau,  as  well  as  individual  patient 
counseling  on  bone  densitometry  results  and  therapeutic  options  will  be  discussed  as 
effective  means  of  reaching  the  adult  population. 
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Clinical  Value  of  Bone 
Densitometry 


The  purpose  of  this  article  Is  to  provide  insight  Into  the  long- 
standing controversy  over  the  clinical  value  of  noninvasive 
measurement  of  bone  mass.  Results  of  recent  studies  have 
increasingly  supported  the  judicious  use  of  bone  densitometry 
as  a  clinical  tool  (1).  These  reports  contradict  editorials  on  the 
limitations  of  bone  densitometry  that  have  appeared  In  a  vari- 
ety of  subspecialty  publications  [2.  3].  The  importance  of  bone 
mass  measurement  Is  underscored  by  the  tack  of  success  In 
predicting  bone  density  from  various  combinations  of  anthro- 
pometric and  historical  variables.  Growing  evidence  suggests 
that  densitometry  Is  a  useful  tool  for  determining  which  women 
near  menopause  are  at  risk  for  osteoporosis  and,  therefore,  are 
candidates  for  estrogen-replacement  therapy.  This  article  lum- 
marijes  current  concepts  on  the  subject  and  attempts  to  prove 
that  bone  densitometry  is  a  beneficial  and  Indicated  procedure 
for  selected  patients 

Prediction  of  Fracture  Risk 

Some  authors  |1.  3)  have  questioned  if  measurement  of 
bone  mass  is  as  valuable  in  predicting  the  risk  ol  hip  Itaclures  in 
patients  in  their  fifties  as  it  is  in  patients  65  years  old  or  more 
Most  studies  documenting  that  low  bone  mass  predicts  nsk  of 
future  fracture  have  involved  populations  with  a  mean  age  of  65 
years  However,  most  decisions  on  hormone-replacement  ther- 
apy are  made  when  women  enter  menopause,  at  about  age  50 
Despite  this  age  discrepancy,  the  value  ol  bone  densilometry  in 
the  younger  age  group  is  supported  by  a  number  ol  findings 

Several  studies  |4-8]  have  shown  that  the  relationship 
between  low  bone  mass  and  risk  ol  future  fracture  appears 
to  be  valid  even  with  age-ad)usted  corrections  Models  pre- 
dicting the  liletime  probability  ol  fracture  lor  women,  starling 
at  the  age  of  50  years,  also  indicate  the  value  ol  measure- 
ment of  bone  mass  in  this  group  |9] 

Bone  densitometry  can  also  be  used  to  predict  the  future 
nsk  ol  vertebral  fracture  Because  of  its  high  mortality  and 
cost,  hip  Iracture  is  often  seen  as  the  more  important  Iracture 
related  to  osteoporosis.  However,  morbidity  and  reduced 
quality  ol  life  occur  with  vertebral  fractures  and  should  not  be 
ignored  [10,  11] 


Selection  of  Patients  for  Therapy 

Estrogen-replacement  therapy  is  well  documented  as  a 
way  of  reducing  the  risk  of  fracture  in  postmenopausal 
women  (12,  13).  Data  from  recent  longitudinal  studies  [14] 
and  from  studies  on  etidronate  suggest  that  women  with  the 
lowest  bone  masses  or  the  highest  baseline  number  of  prev- 
alent fractures  benefit  the  most  from  these  pharmacologic 
interventions  Thus,  bone  densilometry  is  useful  lor  deter- 
mining which  women  are  most  likely  to  benefit  Irom  therapy 
So  far,  the  benefit  of  intervention  has  been  shown  explicitly 
only  in  older  patients  with  established  osteoporosis  It  is 
appealing  to  extrapolate  that  intervention  will  be  most  impor- 
tant for  those  patients  with  the  lowest  bone  densities  at  the 
time  ol  menopause,  but  this  has  not  yet  been  shown  directly. 


Monitoring  and  Optimizing  Therapy 

Treatment  with  estrogens,  calcitonin,  cyclical  etidronate, 
and  vitamin  D  analogues,  particularly  in  patients  with  the 
worst  osteoporosis,  most  likely  will  not  only  augment  bone 
mass  but  will  also  reduce  the  prevalence  ol  fractures  (13. 
15-17]  Bone  densitometry  is  of  great  importance  in  monitor- 
ing the  effects  ol  such  intervention  and  in  optimizing  Individ- 
ual treatment  protocols 

The  value  of  measuring  bone  mass  lor  predicting  the  rela- 
tive risk  of  fracture  is  greater  than  the  value  of  measuring 


blood  pressure  lor  predicting  risk  of  cerebral  vascular  acci- 
dents or  the  value  of  measuring  cholesterol  levels  lor  pre- 
dicting risk  ol  myocardial  inlarction  (13]  Relative  risk  data 
are  important  in  deciding  which  patients  should  receive 
treatment.  In  addition,  a  recent  study  [1]  shows  that  women's 
knowledge  of  their  baseline  bone  density  has  a  significant 
impact  on  their  decision  to  start  hormone-replacement  ther- 
apy Thus,  bone  densitometry  plays  a  critical  role  in  deciding 
if  hormone-replacement  therapy  is  needed. 

The  consensus  conferences  on  osteoporosis  of  the 
National  Institutes  ol  Health  and  the  Scientific  Advisory  Board 
of  the  National  Osteoporosis  Foundation  recommended  that 
bone  mass  be  measured  in  any  estrogen-deficient  woman  to 
help  her  decide  if  she  should  start  hormone-replacement 
therapy  (19)  Bone  densitometry  is  not  essential  lor  women 
who  may  opt  to  start  hormone-replacement  therapy  to  relieve 
symptoms  of  estrogen  deficiency  or  to  achieve  a  beneficial 
effect  on  cardiovascular  risk.  It  is  lor  women  who  are  uncer- 
tain about  treatment  that  bone  densitometry  is  likely  to  be 
most  helpful  In  addition  to  the  problems  of  decision  making 
in  this  process  and  compliance  in  those  who  start,  a  signifi- 
cant percentage  ol  women  who  take  their  medication  as  pre- 
scribed do  not  respond  [17].  Hence,  many  postmenopausal 
women  who  physicians  think  are  protected  by  estrogen  might 
not  be  Objective  measurements  ol  changes  in  bone  mass  in 
women  taking  estrogen  may  be  the  only  reliable  way  ol 
detecting  both  noncompliance  and  lack  of  a  response  to  ther- 
apy Such  knowledge  enables  physicians  to  recommend  an 
appropriate  change  to  a  different  medication  regimen  that 
might  be  more  effective  and  have  fewer  side  effects  Further- 
more, a  minority  of  patients  treated  with  bisphosphonates  or 
calcitonin  continue  to  lose  bone  mass  because  they  have  no 
response  to  these  pharmacologic  agents  Therapy  lor  these 
patients  should  be  altered  only  if  the  bone  mass  is  measured 
to  determine  if  it  is  remaining  stable,  increasing,  or  decreas- 
ing with  a  specific  therapeutic  regimen 

Improving  Compliance 

According  to  a  British  study  [20].  39°/o  of  women  who  were 
advised  to  start  estrogen-replacement  therapy  because  of  a 
low  bone  mineral  density  either  did  not  start  or  slopped  ther- 
apy prematurely  However,  this  also  means  that  61%  ol  the 
women  complied,  which  is  a  higher  compliance  figure  than 
previously  reported  in  studies  in  the  United  States  Physi- 
cians have  a  responsibility  to  do  all  they  can  to  improve  com- 
pliance Poor  compliance  is  their  failure  and  not  a  failure  ol 
txjne  densitometry  technology 

Prevention  of  osteoporosis  should  be  one  of  the  most 
imponant  factors  influencing  a  woman's  decision  to  start 
estrogen-replacement  therapy  A  bone  density  test  can  dra- 
matically increase  a  woman's  awareness  of  osteoporosis 
and  the  consequences  ol  this  disorder  (21)  This  information 
can  lead  to  increased  compliance  with  drug  therapy  and 
improvements  in  lifestyle,  such  as  changes  in  diet  and  exer- 
cise A  reasonable  approach  is  individualization  of  each 
patient's  treatment.  This  will  save  money  and  can  be  effec- 
tively implemented  only  with  the  assistance  ol  longitudinal 
measurements  of  bone  density 

Conclusions 

Recently,  the  Health  Care  Financing  Administration 
announced  a  national  clinical  procedural  terminology  code 
for  bone  densitometry  (76075)  that  was  implemented  on 
January  1 .  1994  The  costs  that  have  been  tentatively  set  lor 
reimbursement  (one  site)  are  $47.78  lor  technical  services 
and  $13  97  for  professional  services  (total,  $60  85)  Recent 
California  legislation  has  mandated  reimbursement  for  some 
bone  density  studies  at  a  proposed  range  of  $60  to  $90  per 
site,  indicative  ol  growing  ixilitical  support  lor  bone  densilo- 
metry as  a  clinical  tool  In  addition.  Medicare  currently  reim- 
burses for  dual-energy  X-ray  absorptiometry  In  18  states, 
and  the  list  has  been  growing  rapidly 
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SUMMARY  STATEMENT  OF  PAULA  POUNDSTONE 

Senator  Specter.  We  turn  now  to  Ms.  Paula  Poundstone,  an  ac- 
tive member  of  the  Planned  Parenthood  Federation  of  America 
Board  of  Advocates,  a  strong  supporter  of  reproductive  health  serv- 
ices and  reproductive  rights.  She  is  one  of  the  most  popular  and 
distinguished  humorists  working  today,  and  has  made  special  ap- 
pearances at  numerous  national  awards  programs,  such  as  the 
Gala  for  the  President  at  Ford's  Theater. 

Thank  you  very  much  for  joining  us,  Ms.  Poundstone,  and  we 
look  forward  to  your  testimony. 

Ms.  Poundstone.  Thanks  very  much.  I  do  not  feel  astute,  but  I 
think  these  issues  fortunately  sort  of  speak  for  themselves,  in 
terms  of  the  need  for  something  greater  than  caring. 

I  am  going  to  be  testifying  today  about  women's  health  care,  and 
particularly  about  family  planning  services.  As  you  know,  family 
planning  programs  have  had  widespread  bipartisan  support  ever 
since  title  X  and  the  Public  Health  Service  Act  was  signed  into  law 
in  1970.  This  is  an  issue  that  transcends  partisan  politics,  and  it 
even  transcends  women's  health  care  issues,  because  it  is  essential 
to  the  health  of  America's  children  and  families  as  well. 

In  my  testimony  today,  I  would  like  to  focus  on  teen  pregnancy 
and  AIDS,  and  essentially  nipping  some  of  our  problems  in  the 
bud. 

For  25  years,  America's  Family  Planning  Program,  also  known  as 
title  X,  has  been  a  major  source  of  health  care  for  over  4  million 
low-  to  moderate-income  women  each  year,  some  of  whom  are  teen- 
agers. By  any  reasonable  standards,  this  program  has  been  a  suc- 
cess in  preventing  teen  pregnancies.  Experts  estimate  that  each 
year,  publicly  funded  family  planning  programs  prevent  1.2  million 
pregnancies.  Of  these  totals,  publicly  funded  family  planning  pre- 
vents over  a  quarter  of  a  million  teenage  pregnancies,  and,  there- 
fore, also  prevents  approximately  112,000  abortions. 
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In  addition  to  improving  the  quality  of  life  by  preventing  the  pov- 
erty and  problems  that  can  be  associated  with  unplanned  preg- 
nancies, this  is  also  a  wise  investment  for  America.  For  each  tax 
dollar  spent  to  provide  these  services,  the  Government  saves  an  es- 
timated $4.40  that  would  otherwise  be  spent  to  provide  medical 
care,  welfare  benefits,  and  other  social  services. 

I  am  a  foster  parent.  As  a  foster  parent  and  a  volunteer  with 
children  in  the  foster  care  system,  I  know  and  know  of  women  who 
have  given  birth  to  children  that  they  were  not  prepared  to  raise. 
I  actually  have  not  come  in  contact  with  any  women  whose  inten- 
tion it  is  to  cheat  the  Government  or  hurt  anybody  or  sort  of  live 
off  the  fat  of  the  land  the  way  some  people  presume,  but  they  have 
simply  not  had  the  role  models  and  help  they  needed  to  make  it 
in  our  society,  and  when  you  get  to  know  these  women,  as  I  have, 
you  can  really  understand  why  Planned  Parenthood  and  other 
health  centers  that  provide  family  planning  services  in  a  support- 
ive and  helpful  environment  are  so  important,  especially  to  young 
women. 

I  have  also  been  a  volunteer  and  I  am  a  board  member  for  an 
organization  in  Los  Angeles  called  Caring  for  Babies  With  AIDS. 
These  babies  are  from  many  different  races,  but  of  course  they 
share  a  legacy  of  a  tragic  future,  and  many  of  their  mothers,  de- 
spite their  youth,  are  no  longer  able  to  take  care  of  them. 

If  we  are  really  serious  about  preventing  teen  pregnancy  and 
preventing  AIDS,  there  are  two  things  we  must  do.  We  should 
make  sure  that  this  program  is  fully  funded  at  President  Clinton's 
request  of  $198  million  for  fiscal  year  1997  and,  just  as  important, 
you  can  make  sure  teenagers'  access  to  these  services  is  not  im- 
peded in  any  way.  There  are  Members  of  the  House  of  Representa- 
tives who  want  to  require  parental  notification  or  consent  for  ac- 
cess to  federally  funded  family  planning.  This  would  obviously  re- 
duce the  number  of  teens  obtaining  contraceptive  services.  In  turn, 
this  would  increase  the  number  of  unintended  teen  pregnancies 
and  teenagers  and  babies  with  HIV.  In  other  words,  a  parental  con- 
sent or  notification  requirement  would  have  a  devastating  impact 
on  our  Nation's  efforts  to  prevent  pregnancy  and  AIDS  among  teen- 
agers. 

PREPARED  STATEMENT 

At  a  time  when  we  are  concerned  about  rising  rates  of  teen  preg- 
nancy and  its  role  in  welfare  dependency,  it  seems  ridiculous  to  de- 
stroy a  program  that  would  help  prevent  it  and  that  does  help  pre- 
vent it.  The  women  and  teens  who  are  using  these  services  are  say- 
ing "I  am  responsible."  Let  us  help  them  by  supporting  America's 
Family  Planning  Program. 

Thajik  you. 

Senator  SPECTER.  Thank  you  very  much,  Ms.  Poundstone. 

[The  statement  follows:! 

Prepared  Statement  of  Paula  Poundstone 

Good  morning,  Mr.  Chairman  and  Senator  Boxer.  First  of  all,  I  am  delighted  to 
be  here  on  behalf  of  the  Planned  Parenthood  Federation  of  America.  And  thank  you 
for  allowing  me  to  testify  about  women's  health  care  and  particularly  about  family 
planning  services. 
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As  you  know,  family  planning  programs  have  had  widespread,  bipartisan  support 
ever  since  Title  X  and  the  Public  Health  Service  Act  was  signed  into  law  in  1970. 
This  is  an  issue  that  transcends  partisan  politics  and  even  transcends  women's 
health  care  issues:  it  is  essential  to  the  health  of  America's  children  and  families 
as  well. 

In  my  testimony  today  I'd  like  to  focus  on  teen  pregnancy  and  AIDS. 

For  twenty-five  years,  America's  family  planning  program,  also  known  as  Title  X, 
has  been  a  major  source  of  health  care  for  over  four  million  low-  to  moderate-income 
women,  some  of  whom  are  teenagers.  By  any  reasonable  standards,  this  program 
has  been  a  success  in  preventing  teen  pregnancies.  Experts  estimate  that  each  year, 
publicly  funded  family  planning  programs  prevent  1.2  million  pregnancies.  Of  these 
totals,  publicly  funded  family  planning  prevents  over  a  quarter-million  teenage 
pregnancies  and  therefore  also  prevents  approximately  112,000  abortions.  In  addi- 
tion to  improving  the  quality  of  life  by  preventing  the  poverty  and  problems  that 
can  be  associated  with  unplanned  pregnancies,  this  is  also  a  wise  investment  for 
America.  For  each  tax  dollar  spent  to  provide  these  services,  the  government  saves 
an  estimated  $4.40  that  would  otherwise  be  spent  to  provide  medical  care,  welfare 
benefits,  and  other  social  services. 

As  a  foster  parent,  I  have  had  quite  a  lot  of  experience  with  my  kids'  biological 
mothers,  who  gave  birth  to  children  they  were  not  prepared  to  raise.  Many  of  these 
women  seem  to  want  to  do  well  in  life,  they  aren't  out  to  cheat  the  system  or  to 
hurt  anyone,  but  they  have  not  had  the  role  models  and  help  they  needed  to  make 
it  in  our  society.  When  you  get  to  know  these  women,  as  I  have,  you  really  can  un- 
derstand why  Planned  Parenthood  and  other  health  centers  that  provide  family 
planning  services  in  a  supportive  and  helpful  environment  is  so  important,  espe- 
cially to  young  women. 

I  have  also  volunteered  for  an  organization  in  Los  Angeles  called  "Caring  for  Ba- 
bies with  AIDS."  These  babies  of  many  different  races  share  a  terrible  legacy  and 
a  tragic  future.  Their  mothers,  many  of  whom  are  young  women,  are  no  longer  able 
to  take  care  of  them. 

If  we  are  really  serious  about  preventing  teen  pregnancy  and  preventing  AIDS, 
there  are  two  things  we  must  do.  We  should  make  sure  that  this  program  is  fully 
funded  at  President  Clinton's  request  of  $198  million  for  fiscal  year  1997.  And  just 
as  important,  you  can  make  sure  teenagers'  access  to  these  services  is  not  impeded 
in  any  way.  There  are  members  of  the  House  of  Representatives  who  want  to  re- 
quire parental  notification  or  consent  for  access  to  federally  funded  family  planning. 
This  would  surely  reduce  the  numbers  of  teens  obtaining  contraceptive  services.  In 
turn,  this  would  increase  the  number  of  unintended  teen  pregnancies  and  teenagers 
and  babies  with  HIV.  In  other  words,  a  parental  consent  or  notification  requirement 
would  have  a  devastating  impact  on  our  nation's  efforts  to  prevent  pregnancy  and 
AIDS  among  teenagers. 

At  a  time  when  we  are  concerned  about  rising  rates  of  teen  pregnancy,  and  its 
role  in  welfare  dependency,  it  seems  ridiculous  to  destroy  a  program  that  helps  pre- 
vent it.  The  women  and  teens  who  are  using  these  services  are  saying  "I'm  respon- 
sible." Let's  help  them  by  supporting  America's  family  planning  program. 

SUMMARY  STATEMENT  OF  DINA  MERRILL 

Senator  Specter.  We  turn  now  to  Ms.  Dina  Merrill,  who  has 
been  a  member  of  the  Planned  Parenthood  Federation  of  America 
board  of  advocates  since  1981.  She  has  worked  diligently  over  the 
years  to  protect  women's  rights  through  her  public  service  in  the 
theater  and  the  arts.  She  is  vice  chairman  of  RKO  Pictures,  and 
is  a  leading  executive,  actress,  and  entrepreneur. 

In  a  brief  conversation  that  I  had  with  Ms.  Merrill  in  advance 
of  the  hearing,  she  urged  that  in  the  political  scene  that  the  issue 
of  a  women's  right  to  choose  be  left  out  of  politics,  that  there  be 
some  modification  of  the  Republican  platform.  I  know  that  Ms. 
Merrill  speaks  not  only  as  a  concerned  citizen,  but  as  a  member  of 
the  Republican  Majority  Coalition,  that  we  do  not  further  divide 
America  on  this  important  issue,  but  instead  concentrate  on  other 
problems  facing  the  country. 

We  welcome  you  here,  Ms.  Merrill,  and  look  forward  to  your  tes- 
timony. 
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Ms.  Merrill.  Thank  you,  Mr.  Chairman.  Good  morning  and 
thank  you  for  your  kind  words. 

Good  morning,  Senator  Boxer. 

I  am  honored  to  be  here  representing  Planned  Parenthood  Fed- 
eration of  America,  an  organization  that  I  have  been  supporting  for 
over  35  years,  and  to  let  you  know  why  women's  health  care  is  so 
important. 

Planned  Parenthood  has  almost  1,000  health  centers  that  serve 
approximately  5  million  Americans  every  year,  most  of  them 
women.  These  centers  provide  health  care  services  that  are  vital  to 
women's  health.  In  addition  to  comprehensive  family  planning 
services  and  relating  counseling  and  education,  these  women  are 
screened  for  cancer  when  they  receive  Pap  tests  and  breast  exams. 

Although  many  Planned  Parenthood  patients  pay  for  their  own 
health  care,  there  are  also  many  patients  who  cannot  afford  to  pay 
for  these  services  without  assistance.  America's  family  planning 
program,  also  called  title  X,  is  an  essential  source  of  support  for 
many  poor  women  and  young  women,  including  college  students, 
women  who  have  entry-level  jobs,  who  depend  on  Planned  Parent- 
hood and  other  family  planning  clinics  for  their  gynecological  care. 
It  is  estimated  that  clinics  receiving  title  X  funds  are  the  only 
source  of  family  planning  for  83  percent  of  the  women  they  serve. 

America's  family  planning  programs  have  long  had  strong  bipar- 
tisan support.  For  example,  when  title  X  law  was  first  passed  in 
1970,  President  Nixon  said: 

No  American  women  should  be  denied  access  to  family  planning  assistance  be- 
cause of  her  economic  condition.  I  believe,  therefore,  that  we  should  establish  as  a 
national  goal  the  provision  of  family  planning  services  *  *  *  to  all  who  want  but 
cannot  afford  them. 

These  programs  are  desperately  needed.  A  recent  Institute  of 
Medicine  report  noted  the  increasing  number  of  births  from  unin- 
tended pregnancies  in  the  early  1990's.  This  report  urged  that  pub- 
lic funding,  including  title  X  specifically,  should  continue.  The  re- 
port also  noted  that  this  is  especially  important  for  low-income 
women  and  teens.  The  same  lOM  report  spelled  out  some  of  the  se- 
rious public  health  consequences  that  result  from  a  lack  of  family 
planning  services. 

We  at  Planned  Parenthood  know  all  about  the  benefits  of  family 
planning.  An  April  1995  CBS/New  York  Times  poll  found  that  76 
percent  of  those  polled  said  that  the  Government  should  pay  for 
contraceptive  services  for  women  on  welfare.  But  I  want  to  empha- 
size that  in  addition  to  preventing  unwanted  pregnancies,  these 
clinics  provide  services  that  save  women's  lives.  Planned  Parent- 
hood is  the  major  provider  of  cancer  screening  in  the  country. 
When  women  come  in  for  contraceptives,  they  also  receive  Pap 
tests  and  breast  exams.  And  many  times,  these  tests  will  save  their 
hves.  For  many  young  women,  Planned  Parenthood  health  centers 
and  other  family  planning  clinics  are  their  primary  source  of  health 
care. 

PREPARED  STATEMENT 

Mr.  Chairman  and  Senator  Boxer,  I  urge  you  to  do  all  you  can 
to  protect  America's  family  planning  program  in  its  present  form. 
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It  is  a  program  that  enjoys  both  overwhelming  success  and  over- 
whelming public  support. 

I  thank  you. 

Senator  Specter.  Thank  you  very  much,  Ms.  Merrill. 

[The  statement  follows:] 

Prepared  Statement  of  Dina  Merrill 

Good  morning  Mr.  Chairman  and  Senator  Boxer.  I  too  am  honored  to  be  here  rep- 
resenting the  Planned  Parenthood  Federation  of  America,  an  organization  I've  been 
supporting  for  over  35  years,  to  let  you  know  why  women's  health  care  is  so  impor- 
tant. 

Planned  Parenthood  has  almost  1,000  health  centers  that  serve  approximately  5 
million  Americans  every  year,  most  of  them  women.  These  centers  provide  health 
care  services  that  are  vital  to  women's  health.  In  addition  to  comprehensive  family 
planning  services  and  related  counseling  and  education,  these  women  are  screened 
for  cancer  when  they  receive  pap  tests  and  breast  exams. 

Although  many  Planned  Parenthood  patients  pay  for  their  own  health  care,  there 
are  also  many  patients  who  can't  afford  to  pay  for  these  services  without  assistance. 
America's  family  planning  program,  also  called  Title  X,  is  an  essential  source  of  sup- 
port for  many  poor  women  and  young  women,  including  college  students  and  women 
who  have  entry  level  jobs,  who  depend  on  Planned  Parenthood  and  other  family 
planning  clinics  for  their  gynecological  care.  It  is  estimated  that  clinics  receiving 
Title  X  funds  are  the  only  source  of  family  planning  services  for  83  percent  of  the 
women  they  serve. 

America's  family  planning  programs  have  long  had  strong  bipartisan  support.  For 
example,  when  the  Title  X  law  was  first  passed  President  Nixon  said: 

"No  American  woman  should  be  denied  access  to  family  planning  assistance  be- 
cause of  her  economic  condition.  I  believe,  therefore,  that  we  should  establish  as  a 
national  goal  the  provision  of  family  planning  services  *  *  *  to  all  who  want  but 
cannot  afford  them." 

These  programs  are  desperately  needed.  A  recent  Institute  of  Medicine  report 
noted  the  increasing  number  of  births  from  unintended  pregnancies  in  the  early 
1990's.  This  report  urged  that  public  funding — including  Title  X  specifically — should 
continue.  The  report  also  noted  that  this  is  especially  important  for  low-income 
women  and  teens.  The  same  lOM  report  spelled  out  some  of  the  serious  public 
health  consequences  that  result  from  a  lack  of  family  planning  services. 

We  at  Planned  Parenthood  know  about  all  the  benefits  of  family  planning,  and 
so  does  the  rest  of  the  country.  An  April  1995  CBS/New  York  Times  poll  found  that 
76  percent  of  those  polled  said  that  the  government  should  pay  for  contraceptive 
services  for  women  on  welfare. 

But  I  want  to  emphasize  that  in  addition  to  preventing  unwanted  pregnancies, 
these  clinics  provide  services  that  save  women's  lives.  Planned  Parenthood  is  the 
major  provider  of  cancer  screening  in  the  country.  When  women  come  in  for  contra- 
ceptives, they  also  receive  pap  tests  and  breast  exams,  and  many  times  these  tests 
will  save  their  lives.  For  many  young  women.  Planned  Parenthood  health  centers 
and  other  family  planning  clinics  are  their  major  source  of  health  care. 

Mr.  Chairman,  Senator  Boxer,  I  urge  you  to  do  all  you  can  to  protect  America's 
family  planning  program  in  its  present  form.  It  is  a  program  that  enjoys  both  over- 
whelming success  and  overwhelming  public  support.  Thank  you. 

FAMILY  PLANNING 

Senator  Specter.  On  the  family  planning  issue,  just  one  note. 
The  Appropriations  Committee  in  the  House  of  Representatives 
eliminated  all  funding  for  family  planning.  Senator  Boxer  and  I 
were  ready  to  come  to  the  rescue  with  hearings  in  our  subcommit- 
tee. However,  we  did  not  have  to  because  the  full  House  of  Rep- 
resentatives reinstated  the  funding. 

Senator  Boxer  and  I  will  abide  by  the  same  time  limits.  We  will 
just  take  4  minutes.  And  I  will  try  to  address  one  question  to  each 
panelists  in  reverse  order. 

Ms.  Merrill,  I  made  reference  to  our  earlier  conversation  about 
a  woman's  right  to  choose  and  the  constitutional  protection  for  a 
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woman's  right  to  choose  from  Roe  v.  Wade  and  Casey  v.  Planned 
Parenthood.  My  question  to  you  is,  what  do  you  think  the  impact 
would  be  on  women's  health  if  those  decisions  were  to  be  reversed? 

Ms.  Merrill.  I  think  you  would  have  a  terrible,  terrible  situation 
in  this  country,  with  women  who  cannot  afford  to  have  Planned 
Parenthood's  counseling,  if  you  will,  who  cannot  have  abortions  if 
they  do  not  want  a  child,  women  who  have  been  raped,  women  who 
have  terrible  health  problems  and  cannot  do  anything  about  them, 
if  it  is  their  doctor's  advice  to  have  an  abortion  is  not  legal.  It 
would  be  a  very  painful  thing  for  many,  many  women  to  have  to 
go  through  these  kinds  of  problems  and  trauma. 

I  think  you  would  see  an  outcry  from  women  all  over  the  country 
against  a  government  that  ruled  in  this  fashion. 

Senator  Specter.  Thank  you,  Ms.  Merrill. 

I  think  one  point  that  is  important  to  emphasize  is  that  in  being 
prochoice,  which  I  am,  is  not  necessarily  proabortion.  I  personally 
am  opposed  to  abortion,  but  do  not  think  the  Government  can  con- 
trol it.  In  Barry  Goldwater's  words,  "We  ought  to  keep  the  Govern- 
ment off  our  backs,  out  of  our  pocketbooks,  and  out  of  our  bed- 
rooms." 

Ms.  Poundstone,  let  me  ask  you  a  question  about  trjdng  to  bring 
America  together  on  the  issue,  and  trying  to  focus  on  abstinence, 
for  example,  and  on  adoption,  something  that  both  prochoice  and 
pro-Republican  Americans  can  agree  to.  We  have  pending  legisla- 
tion, which  I  have  introduced,  to  try  to  increase  funding  for  absti- 
nence training  for  teenagers  in  high  schools,  to  try  to  discourage 
premarital  sex  and  unintended  pregnancies,  to  eliminate  the  need 
for  abortion  consistent  with  the  statistics  which  you  have  cited  in 
your  opening  statement,  and  also  to  give  tax  breaks  for  adoption 
and  special  tax  breaks  for  special  needy  children. 

Do  you  think  that  those  kinds  of  programs  would  have  an  impact 
on  this  issue? 

Ms.  Poundstone.  Absolutely.  I  have  a  gift  with  abstinence. 
[Laughter.] 

You  can  live  a  happier  life  that  way,  I  might  add.  [Laughter.] 

Yes;  absolutely.  And  I  think  one  of  the  things  is  education  and 
making  clear  to  people  what  their  options  are.  And  in  terms  of  pre- 
marital and  teen  sex,  another  thing  is  role-modeUng  and,  hence, 
education.  It  is  a  very  cyclical  kind  of  problem  that  we  have.  And 
those  things  that  you  cited  will  be  very  helpful. 

Senator  Specter.  Thank  you  very  much. 

Dr.  Sartoris  and  Dr.  Krockover,  I  have  a  big  question  for  you,  I 
ask  each  of  you  to  respond  on  the  subject  of  informing  women,  and 
perhaps  the  world,  on  genes  which  make  them  predisposed  to  cer- 
tain illnesses.  Dr.  Sartoris  spoke  eloquently  about  the  osteoporotic 
fracture.  Should  we  let  women  know  about  their  proclivity  for  that, 
which  might  complicate  their  Uves  on  answering  insurance  forms 
to  be  denied  insurance  on  a  preexisting  condition? 

I  would  ask  you  the  same  question.  Dr.  Krockover,  before  my  red 
light  goes  on,  with  respect  to  breast  cancer.  There  is  now  a  proce- 
dure for  testing  on  genes.  The  medical  research  shows  us  that  the 
way  to  acting  on  that  information  is  not  necessarily  certain.  As  my 
red  light  just  goes  on,  I  would  also  ask  you,  do  you  think  we  ought 
to  be  informing  women  of  that  predisposition,  which  would  com- 
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plicate  their  lives  on  answering  questions  on  insurance  policies, 
"Do  you  have  any  preexisting  problem?" 

Dr.  Sartoris,  let  us  start  with  you. 

Dr.  Sartoris.  Yes;  I  believe  absolutely  that  if  one  or  more  genes 
for  the  disease  are  identified.  One  has  been,  as  of  1  year  ago,  relat- 
ed to  vitamin  D  metabolism.  But  if  these  genes  are  identified,  abso- 
lutely a  woman  should  know  about  it.  Because  I  think,  unlike 
breast  cancer,  osteoporosis  is  a  preventable  condition.  And  we  know 
that  from  some  of  the  newer  therapies  that  are  available.  I  read 
the  bone  density  tests  that  we  do  at  the  University  of  California, 
San  Diego.  And  these  new  drugs  actually  build  new  bone,  even  in 
older  individuals.  And  recently  the  results  from  one  of  these  agents 
was  really  better  than  was  expected  in  terms  of  fracture  reduction. 

So  I  think  we  should  look  upon  osteoporosis  as  something  we  do 
want  to  know  about,  because  we  can  do  something  about  it,  and  we 
can  prevent  a  woman  from  having  a  fracture,  perhaps,  during  her 
lifetime. 

Senator  SPECTER.  Well,  that  is  a  very  important  distinction.  Dr. 
Sartoris. 

And  now.  Dr.  Krockover,  as  to  breast  cancer? 

Dr.  Krockover.  Well,  I  agree  with  Dr.  Sartoris.  In  medical  prac- 
tice, we  try  not  to  do  tests  unless  we  know  what  we  are  going  to 
do  with  the  results.  But  I  think  that  the  other  issue  that  you 
brought  up  is  the  issue  about  having  a  preexisting  condition.  And 
I  think  a  lot  of  women  are  very  much  in  fear  of  having  that  test, 
and  only  for  the  reason  of  finding  out  if  they  are  certainly  at  in- 
creased risk  of  breast  cancer,  but  being  denied  any  benefits  that 
would  help  them  be  treated  in  the  future. 

So  I  think  that  before  we  go  and  test  everybody,  we  really  do 
need  policies  and  procedures  in  place  that  protect  women,  or  any- 
body, from  being  deemed — or  at  least  we  define  what  we  are  going 
to  do  about  the  issue  of  a  preexisting  condition.  Because,  until  we 
do  that,  we  are  putting  out  a  lot  of  women  who  are  going  to  be  lia- 
ble for  a  lot  of  things. 

Senator  Specter.  Thank  you  very  much,  Dr.  Krockover. 

I  yield  now  to  my  very  distinguished  colleague,  Senator  Boxer. 

Senator  BoXER.  Thanlc  you  so  much,  Mr.  Chairman. 

That  question  about  policies  before  we  move  toward  having  these 
tests  is  very  important.  And  I  think  we  need  to  protect  the  women. 
I  mean  we  just  have  to  make  sure  that  we  do  not  do  anything  at 
our  level  that  in  fact  stops  them  from  getting  the  help  they  need; 
and  if  they  try  to  get  the  help  they  need,  they  find  out  they  cannot 
get  insurance.  So  I  think  there  are  some  laws  that  we  need  to  pass 
that  deal  with  that. 

So  thank  you  for  bringing  that  out. 

I  wanted  to  thank  the  panel  for  your  comments  and,  with  the 
chairman's  help,  everybody  is  being  focused  on  a  message.  And  I 
had  a  couple  of  questions.  First,  I  wanted  to  respond  to  the  chair- 
man's point  about  what  would  happen  if  abortion  was  outlawed. 
And  Ms.  Merrill  struggled  with  the  answer.  It  is  a  terrible  thought. 
It  takes  us  back.  But  we  know  that  Roe  v.  Wade  was  the  law  of 
the  land  in  1973,  and  before  that  abortion  was  illegal. 

I  think  we  need  to  remind  everyone,  those  of  us  who  were  there 
then,  that  what  happened  is  women  died  of  unsafe,  illegal  abortion. 
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And  beside  the  psychological  trauma,  we  will  go  back  to  those  dark 
days.  So  I  think  we  need  to  continue  to  point  that  out. 

I  would  ask  Ms.  Poundstone  and  Ms.  Merrill,  Planned  Parent- 
hood is  a  critical  agency.  And  I  am  proud  to  say  I  served  on  the 
board  before  I  ran  for  elective  office  in  my  home  county  up  north. 
You  say  you  have  1,000  health  centers.  From  what  I  understand, 
in  many  cases,  when  a  woman  goes  into  that  family  planning  clinic, 
this  is  the  only  contact  she  may  make  with  a  physician.  And  that 
in  fact,  when  we  contemplated  health  care  reform,  one  of  the  things 
I  was  working  on  with  Senator  Chafee  at  the  time,  and  I  think 
Senator  Specter  was  also  involved,  is  to  make  sure  that  the  gyne- 
cologist is  considered  a  primary  physician,  because,  in  many  cases, 
that  is  it. 

So  what  I  would  like  to  ask  the  two  of  you,  in  your  experience, 
can  you  shed  any  light  on  that?  That  is  my  understanding.  Is  it 
your  understanding  that,  many  times,  this  is  it?  They  take  their 
blood  pressure.  They  could  discover  high  blood  pressure.  They  lis- 
ten to  their  heart.  They  look  in  their  eyes.  And  they  even  look  in 
their  mouths  to  see  if  they  are  healthy.  In  fact,  they  do  serve  as 
that  primary  care  physician. 

Could  you  comment  on  that? 

Ms.  Merrill.  Absolutely,  you  are  correct,  they  do.  In  most  in- 
stances, it  is  the  only  medical  contact  that  the  woman  would  have. 

Senator  Boxer.  Paula,  can  you  add  anything  to  that? 

Ms.  Poundstone.  What  Ms.  Merrill  said.  [Laughter.l 

Senator  Boxer.  Good. 

Ms.  Merrill.  I  would  also  like  to  add  that  I  think  the  teenagers 
who  are  shy  about  sharing  critical  sexual  problems  with  their  par- 
ents, as  many  teenagers  are,  that  it  is  easier  for  them  to  talk  to 
a  stranger  in  a  clinic  and  to  get  straight  answers. 

Senator  Boxer.  It  is  interesting,  when  Paula  talked  about  it  is 
$198  million  that  goes  into  the  title  X  program,  in  many  ways,  you 
can  look  at  it,  Mr.  Chairman,  as  universal  health  care,  or  at  least 
the  beginning  of  it.  Because  while  many  people  do  not  have  insur- 
ance, if  they  walk  into  a  Planned  Parenthood  clinic,  they  get  health 
care  they  otherwise  would  never  get. 

I  wanted  to  talk  a  little  bit  in  my  remaining  time  about 
osteoporosis.  Dr.  Sartoris.  And  thank  you  for  being  so  clear,  on 
bringing  us  up  to  date.  Because  this  is  an  exciting  area,  it  seems 
to  me,  where  we  can  finally  have  hope  and  treatment.  And  you 
started  off  with,  I  thought,  something  very  good.  You  had  a  mes- 
sage for  us,  which  is  we  need  more  funding  so  that  more  women 
get  access  to  this  test,  this  bone  density  test.  And  if  you  could  ex- 
plain to  the  chairman  and  to  me — you  already  have  why  it  is  im- 
portant— it  is  the  way  we  know  if  a  woman  is  at  risk  and  we  now 
can  treat  her.  So  it  is  not  just  a  question  of,  oh,  this  is  interesting 
scientifically,  but  we  can  begin  to  treat  a  woman,  either  with  estro- 
gen replacement  or  with  these  new  nonhormonal  drugs. 

And  my  question  is,  can  you  put  some  costs  to  this?  What  does 
that  bone  density  test  cost?  And  is  it  covered  by  insurance? 

Dr.  Sartoris.  That  is  why  I  made  that  remark,  I  think,  about 
funding.  The  cost  of  the  current,  most  widely  accepted  method  in 
the  United  States,  which  is  called  dual  energy  x-ray  absorptiometry 
is  approximately  $65  per  site.  We  generally  do  two  sites  at  a  given 
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time  in  an  individual.  So  it  is  approximately  some  $130  for  the  en- 
tire exam.  Many  women  will  only  need  one  of  these  tests  in  their 
entire  life.  Others  may  need  more  than  one. 

In  general,  the  funding  issue  is  complicated,  because  right  now, 
many  women  fall  through  the  cracks,  in  terms  of  their  access  to 
this  test.  We  find  quite  a  number  of  women  in  the  San  Diego  area 
who  are  \\dlling  to  pay  for  the  test  out  of  pocket,  because  they  want 
the  information.  They  know  enough  about  the  disease  that  they 
want  the  information. 

The  Health  Care  Finance  Administration  approved  medicare  re- 
imbursement for  this  test  at  approximately  $68  per  site  once  a 
year.  But  many  of  the  medicare  carriers  currently  are  not  adhering 
to  that  guideline.  So  that  is  one  big  problem  that  we  face. 

The  second  problem  is  a  problem  of  insurance  plans,  shifting 
more  and  more  from  fee  for  service,  which  perhaps  was  more  likely 
to  reimburse  for  such  a  test,  to  health  maintenance  organizations, 
which  right  now  are  looking  at  it,  by  my  feeling  is  that  we  need 
to  lobby  for  reimbursement  by  HMO's  for  this  test.  Otherwise, 
there  will  be  a  lot  of  women  who  will  not  have  access  to  it. 

Senator  Boxer.  Mr.  Chairman,  my  time  is  up.  But  I  think  this 
is  a  point  that  I  am  very  interested  in  just  pursuing  this  with  you. 

Senator  Specter.  Go  ahead  and  take  a  little  more  time,  Senator. 

Senator  BoxER.  Because  we  have  here  great  news  on  that  scene 
of  the  osteoporosis  problem.  We  know  we  can  really  help  women  re- 
build their  bones.  But  if  they  cannot  take  the  test  because  it  is  out 
of  their  reach  financially,  they  cannot  get  the  help.  So  I  would  hope 
maybe  we  could  followup  together  on  this,  first  of  all,  to  see  what 
the  insurance  companies  are  doing,  and  maybe  highlight  some  of 
the  good  ones  who  are  in  fact  reimbursing  for  this  test,  and  follow- 
up  on  the  medicare  rules.  Because,  again,  we  have  some  good  news 
here.  And,  as  I  understand  it,  the  nonhormonal  treatment  drugs 
are  not  that  expensive. 

Am  I  right  or  wrong  on  that  point? 

Dr.  Sartoris.  That  is  correct,  they  are  not  that  expensive.  Even 
if  a  woman,  for  example,  if  we  take  Physomax,  which  is  the  oral 
medication  that  was  approved  last  fall,  if  a  woman  had  to  pay  for 
that  out  of  pocket,  it  would  only  be  approximately  $300  to  $400  a 
year  for  a  year's  supply  for  her.  That  is  ignoring  any  possible  insur- 
ance coverage  that  she  might  have  for  the  medication. 

So  it  really  is  trivial  when  compared  to  the  cost  of  a  single  hip 
fracture. 

Senator  BoxER.  Absolutely.  Thank  you. 

Thank  you  very  much,  Mr.  Chairman.  I  think  these  are  things 
we  can  work  together  on. 

Senator  Specter.  Thank  you.  Senator  Boxer. 

When  you  talk  about  the  unavailability  of  the  tests  in  HMO's, 
that  starts  to  go  into  an  issue  which  is  now  calling  for  more  and 
more  attention  in  Congress,  that  is,  HMO's  and  regulation.  We 
much  prefer  to  see  market  control  than  to  bring  in  the  Congress. 
But  this  is  something  that  we  may  have  to  take  a  look  at  as  these 
complications  are  arising  in  practice. 

I  want  to  thank  this  panel  very  much.  I  want  to  ask  you  one 
final  question,  Ms.  Poundstone.  I  should  not,  but  I  will. 
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I  note  that  you  were  at  the  Gala  for  the  President  at  Ford's  The- 
ater. You  were  a  humorist  to  which  President? 

Ms.  POUNDSTONE.  Oh,  not  Lincoln,  sir.  [Laughter.] 

I  had  nothing  to  do  with  that  incident.  President  Clinton. 

Senator  Specter.  Thank  you  very  much.  A  risky  question.  It  vio- 
lates the  rule  that  you  should  not  ask  a  question  to  which  you  do 
not  know  the  answer,  but  I  had  an  idea  of  the  answer.  [Laughter.] 

Ms.  PouNDSTONE.  I  admire  you  for  taking  the  risk,  sir.  [Laugh- 
ter.] 

Senator  Specter.  Thank  you.  Senator  Boxer  and  I  are  in  a  very 
risky  profession.  Well,  thank  you  very  much,  Dr.  Krockover,  Dr. 
Sartoris,  Ms.  Poundstone,  and  Ms.  IVlerrill.  Your  testimony  has 
been  very  helpful.  And  already  some  issues  have  arisen  which  Sen- 
ator Boxer  and  I  will  followup  on.  And  you  have  our  assurances 
that  we  will  do  that. 

Thank  you. 

STATEMENTS  OF: 

SHARON  MONSKY,  FOUNDER,  SCLERODERMA  RESEARCH  FOUNDA- 
TION 
BOB  SAGET,  ACTOR 
DANA  DELANY,  ACTRESS 
JASON  ALEXANDER,  ACTOR 

SCLERODERMA  RESEARCH 

Senator  Specter.  We  would  now  hke  to  move  to  the  second 
panel:  Ms.  Sharon  Monsky,  Mr.  Bob  Saget,  Ms.  Dana  Delany,  Mr. 
Jason  Alexander.  This  panel  will  discuss  scleroderma  research. 

Our  first  witness  will  be  Ms.  Sharon  Monsky,  who  started  the 
Scleroderma  Research  Foundation  in  1987.  This  foundation  is  re- 
puted to  be  the  only  organization  in  the  Nation  dedicated  exclu- 
sively to  finding  a  cure  for  scleroderma.  When  first  diagnosed  with 
the  disease,  Ms.  Monsky  was  given  less  than  2  years  to  live.  And 
14  years  later,  she  has  defeated  those  odds  and  has  built  a  re- 
search foundation  that  gives  hope  to  hundreds  of  thousands  of  peo- 
ple. 

I  want  to  credit  my  colleague.  Senator  Boxer,  for  being  a  leader 
in  this  field  and  for  bringing  this  to  public  attention.  I  think  this 
little-known  ailment  will  receive  more  attention  from  this  hearing 
than  from  any  single  event  which  has  occurred,  with  the  exception 
of  your  foundation's  works.  We  welcome  you  here,  Ms.  Monsky,  and 
look  forward  to  your  testimony. 

SUMMARY  STATEMENT  OF  SHARON  MONSKY 

Ms.  Monsky.  Thank  you  very  much.  I  am  thrilled  to  be  here. 
Thank  you.  Senator  Specter,  for  your  willingness  to  take  the  time 
and  your  commitment.  And,  Senator  Boxer,  thank  you.  Thank  you, 
my  friends  and  colleagues,  who  are  also  speaking  to  this  issue  that 
I  know  you  care  deeply  about. 

I  come  before  you  here  today  not  simply  as  a  patient  to  ask  you 
to  raise  more  in  funding  for  scleroderma,  but  as  a  businesswoman. 
And  given  this  is  a  painful,  ugly,  and  deadly  disease,  I  as  a  busi- 
nesswoman am  in  the  business  of  finding  a  cure  for  scleroderma. 
That  is  what  I  do. 
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When  I  was  first  diagnosed  in  1982,  I  was  a  fast- track  inter- 
national business  consultant  with  McKinsey  &  Co.,  in  San  Fran- 
cisco. I  had  just  left  the  Stanford  Graduate  School  of  Business,  and 
I  was  told  that  I  could  not  continue  my  business  career,  I  could  not 
have  a  family  and,  more  importantly,  that  I  would  not  live  more 
than  a  handful  of  years. 

As  my  friend,  Senator  Boxer,  will  attest,  I  am  not  the  kind  of 
person  that  accepts  limitations  and  negativity.  As  my  parents  will 
certainly  attest,  and  my  family,  I  have  always  viewed  words  like 
"you  cannot"  as  a  real  challenge.  So,  in  1986,  I  began  what  would 
become  the  biggest  challenge  of  my  life:  to  bring  together  the  best 
of  business,  science  and  technology  to  find  a  cure  for  scleroderma, 
a  little-known  deadly  disease. 

The  foundation  is  now  the  only  organization  in  the  country  dedi- 
cated exclusively  to  finding  a  cure.  We  have  made  great  strides  in 
a  short  period  of  time,  because  we  are  in  the  business  to  go  out  of 
business.  Our  research  program  is  built  on  the  concept  of  cure  ad- 
vocacy. This  is  an  innovative  approach  that  really  stands  tradi- 
tional research  on  its  head.  It  is  an  approach  where  we  share  all 
the  results  immediately,  where  we  do  not  have  competition.  We 
break  down  the  walls  between  the  clinical,  the  ivory  tower  and  tra- 
ditional medical  and  public-private  boundaries. 

Our  collaborative  approach  has  proved  sound  in  both  a  research 
and  business  sense.  We  have  leveraged  3.5  million  privately  raised 
dollars  into  some  of  the  most  exciting  research  ever  in  the  field 
and,  I  may  say,  the  best  basic  science  in  this  country.  In  the  last 
3  years  alone,  we  have  achieved  breakthroughs  in  the  understand- 
ing of  scleroderma  that  researchers  with  decades  of  dedicated  in- 
vestigations, people  that  could  not  diagnose  me  in  this  area,  have 
only  dreamed  possible. 

Just  last  month  in  Chicago,  we  brought  together  all  of  our  re- 
searchers from  both  the  bay  area  in  San  Francisco  and  our  East 
Coast  research  centers  to  share  our  findings  and  discuss  new  direc- 
tions for  investigation.  At  that  meeting.  Dr.  Regis  Kelly,  who  is  the 
best  cell  biologist  in  our  country,  the  head  of  the  Department  at 
UCSF  Biophysics  and  Biochemistry,  he  said,  and  I  quote  him,  and 
I  was  astounded  to  hear  this: 

In  all  my  years  of  medical  research,  I  have  never  seen  a  more  concentrated  effort 
to  solve  a  problem  or  one  in  which  so  much  progress  has  been  made  in  such  a  short 
period  of  time — and  that  includes  all  the  money  and  people  working  on  HIV. 

This  was  truly  music  to  my  ears,  because  those  words  from  that 
person  represent  the  culmination  of  many  years  of  pursuing  a 
dream  no  one  thought  possible.  And  now,  with  his  help  and  the 
president  of  the  National  Academy  of  Science,  Dr.  Bruce  Alberts, 
and  Dr.  John  Stobo,  CEO  of  Johns  Hopkins  Healthcare,  and  many 
other  talented  and  dedicated  people  who  are  here  today,  I  know  we 
can  make  this  a  reality — and  that  is  finding  a  cure.  We  are  on  the 
verge  of  absolutely  unprecedented  success.  And  my  belief  is  this 
disease  is  curable  with  the  existing  technology  here  today.  If  we 
can  just  bring  the  best  of  biomedical  know-how  to  this  problem,  we 
will  have  the  answer. 

But  there  is  one  more  partner  that  we  need  in  our  collaboration, 
and  that  is  government  and  that  is  you.  And  I  am  here  to  ask 
today  that  you  recommend  the  U.S.  Government  become  a  partner 
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m  our  cure  advocacy.  Congress  should  fund  $3  million  for  this 
method  of  research  through  a  mechanism  outside  of  the  traditional 
budget  review  process.  Some  $3  million  is  an  incredibly  small  in- 
vestment compared  to  the  total  research  allocation,  but  has  a  huge 
rate  of  return  through  what  we  just  produced  in  just  the  last  3 
years.  It  alone  would  guarantee  the  successful  development  of  new 
therapeutic  possibilities  that  our  research  has  made  possible  in  the 
history  of  the  foundation.  And  it  would  help  Dr.  Alberts  and  others 
to  establish  collaborative,  multi-institutional,  multidisciplinary  re- 
search as  a  model  for  all  other  disease  research. 

And  this  includes  not  only  the  diseases  related  to  scleroderma, 
such  as  rheumatoid  arthritis,  lupus,  AIDS,  and  other  autoimmune 
diseases,  but  for  all  disease  research,  a  more  productive  approach. 
So,  today,  I  proudly  ask  for  your  partnership.  And  I  want  you  to 
know  that  your  support  is  a  critical  piece  in  our  puzzle.  We  have 
come  a  long  way,  but  I  cannot  do  the  rest  without  you.  And  I  just 
cannot  thank  you,  Senator  Boxer,  for  your  tireless  help  and  your 
heartfelt  friendship.  You  have  been  here  for  me  and  for 
scleroderma  for  many  years,  and  I  am  so  inspired  by  your  commit- 
ment to  this  effort. 

Senator  Specter,  the  productivity  and  incredible  progress  made 
possible  through  your  support  are  truly  going  to  be  amazing.  And 
I  am  very  proud  of  what  we  have  done  so  far.  But  I  would  be  even 
more  proud  to  join  you  as  a  partner  in  curing  scleroderma.  The 
right  technology  and  people  are  now  available  to  cure  this  disease, 
which  is  an  incredible  statement.  With  your  help,  in  just  2  years 
we  will  be  able  to  look  back  proudly  on  all  that  we  have  accom- 
plished, knowing  that  it  was  really  relatively  little  investment,  we 
have  made  an  incredible  difference  in  the  lives  of  hundreds  of  thou- 
sands of  people,  and  you  will  have  saved  lives  in  just  that  short  pe- 
riod of  time. 

So,  one  last  thing.  Together,  people  can  make  miracles  happen. 
And  I  know,  with  your  help,  we  can  make  it  happen. 

Thank  you. 

PREPARED  STATEMENT 

Senator  Specter.  Thank  you  very  much,  Ms.  Monsky,  for  your 
very  impressive  testimony.  The  scleroderma  research  at  the  Na- 
tional Institutes  of  Health  is  very  modestly  funded  at  $2.9  million; 
last  year  it  was  3.2,  and  the  same  request  is  in  for  next  year.  It 
is  an  ailment  which  affects  500,000  Americans,  80  percent  women; 
70  percent  of  the  patients  die  within  7  years  of  the  diagnosis  and 
it  is  not  well  understood.  Now  it  is  better  understood,  at  least  by 
me. 

[The  statement  follows:! 

Prepared  Statement  of  Sharon  Monsky 

Senator  Boxer  and  Senator  Specter,  I  come  before  you  today  not  simply  as  a 
scleroderma  patient  asking  for  your  help  in  raising  awareness  of  this  painiful,  ugly 
and  often  deadly  disease.  I  am  first  and  foremost  a  businesswoman.  And  I  am  in 
the  business  of  finding  a  cure  for  scleroderma. 

When  I  was  first  diagnosed  with  scleroderma  in  1982,  I  was  a  fast-track  inter- 
national business  consultant  for  McKinsey  and  Co.  in  San  Francisco.  At  the  time, 
I  was  told  that  I  couldn't  continue  my  business  career,  that  I  couldn't  have  a  family, 
and  that  I  couldn't  live  more  than  a  few  years.  As  my  friend  Senator  Boxer  will  at- 
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test,  I'm  not  the  kind  of  person  that  accepts  hniitations  and  negativity.  And  as  my 
parents  will  certainly  attest,  I've  always  viewed  words  like  "you  can't"  as  a  chal- 
lenge. So  in  1986,  I  began  what  would  become  the  biggest  challenge  of  my  life:  to 
bring  the  best  of  business,  science  and  technology  together  to  find  a  cure. 

The  Scleroderma  Research  Foundation  is  the  only  organization  in  the  country 
dedicated  exclusively  to  finding  a  cure  for  scleroderma.  We  have  made  great  strides 
in  a  very  short  period  of  time  because  we  are  in  business  to  go  out  of  business.  Our 
research  program  is  built  on  the  concept  of  Cure  Advocacy:  an  innovative  approach 
which  stands  traditional  research  on  its  head  by  progressing  along  a  well-focused 
path,  sharing  all  research  results  immediately,  rather  than  waiting  for  publication 
and  review,  and  by  working  across  traditional  medical,  academic  and  public-private 
boundaries. 

Our  collaborative  approach  has  proved  sound  in  both  a  research  and  business 
sense.  We  have  leveraged  $3.5  million  privately  raised  dollars  into  some  of  the  most 
exciting  research  ever  in  the  field.  In  the  last  three  years  alone,  we  have  achieved 
breakthroughs  in  the  understanding  of  scleroderma  that  researchers  with  decades 
of  dedicated  investigation  in  this  area  have  only  dreamed  possible. 

Last  month  in  Chicago,  we  brought  together  all  of  our  researchers  from  both  our 
bay  area  and  our  East  Coast  research  centers  to  share  our  findings  and  discuss  new 
directions  for  investigation.  At  that  meeting  Dr.  Regis  Kelly — one  of  the  best  cell 
biologists  in  the  country  and  Chairman  of  the  Department  of  Biophysics  and  Bio- 
chemistry at  the  University  of  California,  San  Francisco — said,  "In  all  my  years  of 
medical  research,  I  have  never  seen  a  more  concerted  effort  to  solve  a  problem,  or 
one  in  which  so  much  progress  has  been  made  so  fast — and  that  includes  all  the 
money  and  people  working  on  HIV."  That  is  truly  music  to  my  ears,  because  those 
words  from  that  person  represent  the  culmination  of  many  years  of  pursuing  a 
dream  no  one  thought  possible.  With  the  help  of  Dr.  Kelly,  and  National  Academy 
of  Sciences  President  Dr.  Bruce  Alberts,  and  Dr.  John  Stobo,  CEO  of  Johns  Hopkins 
Healthcare  and  many,  many  other  dedicated  and  extremely  talented  people,  this 
dream  has  become  a  reality.  And  we  are  on  the  verge  of  absolutely  unprecedented 
success.  And  my  belief  that  this  disease  is  curable  with  existing  technology  has  been 
strengthened  by  the  concurring  opinions  of  some  of  the  best  and  brightest  minds  in 
science. 

But  there  is  one  more  partner  we  need  to  make  this  dream  come  true.  Mr.  Chair- 
man and  Senator  Boxer,  I  am  here  today  to  ask  you  to  recommend  that  the  United 
States  government  become  a  partner  in  cure  advocacy.  Congress  should  fund  $3  mil- 
lion for  this  method  of  research  through  a  mechanism  outside  of  the  traditional 
budget  and  review  process.  $3  million  is  an  incredibly  small  investment  compared 
to  total  research  allocations,  but  has  a  potentially  huge  rate  of  return  through  the 
power  of  cure  advocacy.  It  alone  would  guarantee  the  successful  development  of  new 
therapeutic  possibilities  our  research  has  made  possible.  And  it  would  help  Dr. 
Alberts  and  others  to  establish  collaborative,  multi-institutional,  multi-disciplinary 
research  as  a  model  for  other  disease  research. 

Today  we  proudly  ask  for  your  partnership  in  conquering  scleroderma  and  chang- 
ing the  way  we  approach  all  disease  research.  Your  support  is  the  crucial  piece  in 
a  puzzle  we  have  been  working  to  solve  for  almost  a  decade.  Senator  Boxer,  I  cannot 
thank  you  enough  for  your  tireless  help  and  heartfelt  friendship.  You  have  been 
there  for  me  and  for  scleroderma  for  many  years,  and  I  am  so  inspired  by  your  com- 
mitment to  this  effort.  Senator  Specter,  the  productivity  and  incredible  progress  pos- 
sible through  your  support  are  truly  amazing.  I  am  very  proud  of  what  we  have 
done  so  far,  but  I  would  be  even  more  proud  to  join  you  as  a  partner  in  curing 
scleroderma.  The  right  technology  and  people  are  now  available  to  cure  this  disease, 
which  is  an  incredible  statement,  given  where  we  have  come  fi"om.  With  your  help, 
in  just  two  years  we  will  be  able  to  look  back  proudly  on  all  that  we  have  accom- 
plished knowing  that  with  relatively  little  investment,  we  have  made  an  incredible 
difference  in  what  we  have  done  today.  Please  consider  our  nation's  research  invest- 
ments wisely,  and  join  us  in  our  innovative  efforts  to  find  a  cure. 

Together,  I  know  we  can  make  miracles  happen. 

Thank  you. 

SCLERODERMA  RESEARCH  FOUNDATION  BACKGROUND 

Sharon  Monsky  started  the  Scleroderma  Research  Foundation  in  1987  as  the  only 
organization  in  the  nation  dedicated  exclusively  to  finding  a  cure  for  this  little- 
known  but  incredibly  widespread  disease.  As  a  patient,  she  was  appalled  at  how  lit- 
tle was  understood  about  scleroderma  and  the  comparative  lack  of  efforts  being 
made  to  find  a  cure.  As  a  businesswoman,  she  knew  she  could  make  a  difference. 
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When  first  diagnosed  with  scleroderma,  Sharon  Monsky  was  given  less  than  two 
years  to  live.  Fourteen  years  later,  she  has  beaten  the  odds  in  every  way,  and  has 
built  a  foundation  that  gives  hope  to  hundreds  of  thousands  of  people.  Through  na- 
tionwide awareness  building  efforts  and  an  innovative  research  approach  that 
brings  together  the  best  of  business,  science  and  medicine,  the  Scleroderma  Re- 
search Foundation  is  achieving  its  goal  of  finding  the  fast  track  to  a  cure. 

ABOUT  SCLERODERMA 

Scleroderma  is  an  often  life-threatening  disease  which  affects  approximately 
500,000  Americans — more  people  than  better  known  diseases  such  as  multiple  scle- 
rosis or  muscular  dystrophy — yet  remains  relatively  unknown  and  its  research  vast- 
ly underfunded  in  comparison.  It  is  a  chronic,  degenerative  autoimmune  disease 
which  attacks  the  body's  connective  tissue.  Ofl«n  recognized  by  disfiguring  and  dis- 
abling thickening  of  the  skin  ("Scleroderma"  is  Greek  for  hard  skin),  the  disease  is 
actually  most  serious  when  it  affects  internal  organs  such  as  the  kidneys,  heart  and 
liuigs.  Seven  of  ten  patients  with  the  most  severe  form  of  scleroderma  die  within 
seven  years  of  diagnosis.  Over  80  percent  of  scleroderma's  victims  are  women,  most- 
ly in  their  childbearing  years. 

OUR  RESEARCH  APPROACH 

Rather  than  becoming  a  patient  advocacy  group,  the  Scleroderma  Research  Foun- 
dation has  embarked  on  its  own  to  find  a  cure  for  this  devastating  illness.  To  under- 
stand and  solve  the  mystery  of  scleroderma,  the  Foundation  put  together  a  select 
team  of  top  scientific,  business  and  biomedical  advisers  to  design  a  new  approach 
to  disease  research  called  "Cure  Advocacy" — literally,  working  backward  from  what 
is  necessary  to  find  a  cure. 

This  approach  stands  traditional  research  on  its  head  by  progressing  along  a  well- 
focused  path,  sharing  all  research  results  immediately,  rather  than  waiting  for  pub- 
lication and  review,  and  by  working  across  tradition  medical,  academic  and  public- 
private  boundaries.  Dr.  Regis  Kelly,  Director  of  Cell  Biology  at  the  University  of 
California,  San  Francisco,  says  that  "every  $100,000  invested  in  this  kind  of  re- 
search can  produce  $1  million  in  results  compared  to  the  usual  methods." 

Dr.  Bruce  Alberts,  President  of  the  National  Academy  of  Sciences,  predicts  that 
our  approach  "will  serve  as  a  model  for  future  medical  and  scientific  research,  be- 
cause of  its  unprecedented,  unified  plan  of  attack." 

THE  CENTERS 

The  first  test  of  this  new  approach  was  the  November  1992  opening  of  the  nation's 
first  collaborative  scleroderma  research  center,  located  in  San  Francisco.  The  Bay 
Area  Scleroderma  Research  Center  is  a  "center  without  walls,"  bringing  together 
outstanding  researchers  and  advisers  from  Stanford  University,  University  of  Cali- 
fornia, San  Francisco,  and  Genentech,  Inc.  In  just  three  short  years,  the  center  has 
made  unprecedented  progress  in  designing  accurate  diagnosis  measures,  developing 
disease  models  and  understanding  the  role  of  key  cells  in  the  disease  onset. 

The  interest  generated  within  the  scientific  and  medical  research  community  af- 
forded the  Foundation  an  opportunity  to  create  an  additional  East  Coast  Center, 
opened  in  August  of  1994  in  the  Washington  D.C. /Baltimore  area,  with  participation 
from  Johns  Hopkins  University,  the  University  of  Maryland,  the  National  Institutes 
of  Health,  and  the  Baltimore  biotech  corridor.  This  second  center  is  focused  on  un- 
derstanding early  vascular  and  skin  changes  in  scleroderma  patients,  with  special 
emphasis  on  helping  to  advance  therapeutic  techniques  to  slow  development  of  the 
disease  process. 

This  spring  in  Chicago,  the  Foundation  sponsored  a  special  symposium  to  bring 
together  the  research  teams  and  scientific  advisers  associated  with  our  two  national 
research  centers  and  allow  direct  communication  regarding  research  progress  as 
well  as  the  potential  for  therapeutic  development  resulting  from  our  research.  The 
entire  Board  of  Directors  was  present  to  respond  quickly  to  the  possibilities  which 
were  developed  at  this  historic  and  groundbreaking  "East  meets  West"  research 
colloquium. 

Dr.  Regis  Kelly,  one  of  the  top  cell  biologists  in  the  country,  summarized  the  view 
of  many  of  our  scientific  advisors  after  this  important  meeting  when  he  said,  "In 
all  my  years  of  medical  research,  I  have  never  seen  a  more  concerted  effort  at  solv- 
ing a  problem  and  one  in  which  so  much  progress  has  been  made  so  fast — and  that 
includes  all  the  money  and  people  working  on  HIV." 
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RECENT  ACHIEVEMENTS 

In  recognition  of  the  Foundation's  innovative  work,  Sharon  Monsky  was  presented 
with  the  prestigious  America's  Award  in  1994 — the  "Nobel  Prize  for  Goodness"  hon- 
oring unsung  heroes  who  personify  the  American  character  and  spirit.  Three  former 
U.S.  Presidents  serve  as  Honorary  Trustees  of  America's  Awards  and  helped  select 
Ms.  Monsky  for  the  special  honor  from  over  1,170  nominated  candidates. 

Also  in  1994,  Sharon  Monsky  was  presented  the  National  Women's  Health  Advo- 
cacy Award  for  the  innovative  she  has  done  through  the  Foundation.  The  annual 
award  is  given  jointly  by  the  Society  for  the  Advancement  of  Women's  Health  Re- 
search, Warner-Lambert,  the  National  Health  Council  and  the  Journal  of  Women's 
Health. 

This  fall,  a  special  made-for-television  movie  staring  Dana  Delany  will  focus  on 
scleroderma  and  specifically  on  the  Foundation's  search  for  a  cure.  Entitled  "For 
Hope,  "the  movie  is  directed  by  Bob  Saget  in  loving  tribute  to  his  sister  Gay,  who 
recently  died  of  the  disease.  The  project  is  produced  by  ABC  television  and 
Brillstein-Grey  Entertainment. 

Through  print  and  televised  media,  the  Foundation  has  achieved  remarkable  suc- 
cess in  our  quest  to  make  scleroderma  a  household  word.  We  have  been  featured 
in  People  magazine.  Wall  Street  Joimial,  USA  Today,  Chicago  Tribune,  New  York 
Times,  and  the  Los  Angeles  Times.  In  just  the  last  year,  McCall's  magazine  featured 
a  story  on  Sharon  Monsky  and  the  Foundation's  work,  and  the  nationally  syndicated 
Marilu  Henner  show  focused  on  the  Foundation's  search  for  a  cure. 

Our  most  important  achievements  will  always  come  from  the  success  of  our  re- 
search. Quite  simply,  we  are  in  business  to  go  out  of  business.  With  growing  na- 
tional support  from  some  of  the  countr^s  most  outstanding  researchers  and  institu- 
tions and  newly  generated  attention  from  government  and  private  industry,  we  are 
more  confident  than  ever  that  we  are  on  the  fast  track  to  finding  a  cure. 

SUMMARY  STATEMENT  OF  BOB  SAGET 

Senator  Specter.  Our  next  witness  is  Mr.  Bob  Saget,  who  knows 
the  tragedy  of  scleroderma  firsthand,  because  his  sister.  Gay,  lost 
her  life  to  the  disease  in  1995.  He  has  been  a  supporter  of  the  work 
of  the  Foundation  for  many  years,  and  was  the  recipient  of  the 
Foundation's  Founder  Award  last  year.  As  known  generally,  Mr. 
Saget  has  had  a  very  successful  television  career,  and  has  used  his 
expertise  in  the  media  to  educate  people  about  scleroderma  by 
making  a  movie  about  the  scourge  of  scleroderma,  entitled  "For 
Hope,"  which  will  air  later  this  fall. 

Thank  you  for  joining  us,  Mr.  Saget,  and  the  floor  is  yours. 

Mr.  Saget.  Thzink  you,  Mr.  Chairman,  Senator  Boxer.  Thanks 
for  your  time  today. 

So,  my  sister.  Gay,  died  2  years  ago,  in  1994,  actually,  at  the  age 
of  47,  from  scleroderma.  And  I  know  she  would  be  really  happy 
that  I  am  here  testifying  on  behalf  of  efforts  that  will  ultimately 
save  the  lives  of  hundreds  of  thousands  of  people,  many  just  like 
her.  I  am  told  over  80  percent  of  scleroderma's  victims  are  women, 
mostly  in  the  prime  of  their  lives.  And  my  sister  was  diagnosed  in 
the  prime  of  her  life,  and  she  died  2  years  after  they  finally  could 
diagnose  her — which  took  a  great  deal  of  time.  It  took  about  1  year 
to  even  find  out  what  was  wrong  with  her,  because  people  could  not 
even  find  the  beginning  signs  of  it  until  recently. 

It  is  a  tragedy  that  so  few  people  know  about  a  disease  that  is 
really  so  widespread.  And  it  is  bizarre  to  me  that  so  little  is  being 
done  to  find  a  cure,  like  the  Scleroderma  Research  Foundation  is 
doing.  The  weird  part  of  all  of  this  is  that  I  knew  about 
scleroderma  and  the  Foundation  before  my  sister  was  even  diag- 
nosed with  the  disease.  I  was  asked  to  perform  at  an  annual  "Cool 
Comedy-Hot  Cuisine" — did  you  name  it  that? 

Ms.  Monsky.  With  my  friend,  Susan  Fenniger. 
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Mr.  Saget.  Susan  Fenniger  thought  of  that.  That  was  a  fund- 
raiser here  in  Los  Angeles.  And  I  volunteered  because  I  heard  it 
was  a  wonderful  cause,  and  I  had  been  told  about  this  really  amaz- 
ing woman  named  Sharon  Monsky,  who  was  determined  to  make 
a  difference  with  her  life  and  find  a  cure  for  the  disease. 

Two  years  later,  I  was  performing  at  the  benefit  again,  and  my 
sister,  Gay,  was  in  the  audience — at  that  point,  a  struggling 
scleroderma  patient.  Through  my  sister  and  my  famiiys  painful  or- 
deal, I  have  been  fortunate  enough  to  become  very  close  with  Shar- 
on. And  through  her,  I  know  that  this  is  a  solvable  problem.  And 
it  is  a  matter  of  time  and  money.  The  problem  is  that  there  are 
far  too  many  people  with  too  little  time  left  and  not  anywhere  near 
enough  money  to  adequately  respond  to  the  research  opportunities 
now  available. 

Once  the  research  is  applied  the  practical  medicine,  these  hun- 
dreds of  thousands  of  afflicted  people  could  be  diagnosed  early  and 
saved  the  painful  anguish  of  the  disease.  We  do  not  have  a  cure 
yet,  but  we  can  now  treat  this  disease — literally  treat  it.  And  it  is 
affordable.  But  it  cannot  happen  without  the  funding. 

In  tribute  to  my  sister  and  out  of  respect  to  all  of  the  people  suf- 
fering from  this  awful  disease,  as  you  said,  Mr.  Chairman,  I  have 
just  directed  and  produced — although  you  did  not  mention  my  cred- 
its, which  of  course  is  all  I  think  about — a  television  movie  entitled 
"For  Hope,"  which  will  air  on  ABC  in  the  fall.  And  it  will  be  seen 
by  millions  of  people.  And  hopefully  it  can  make  a  difference  in 
raising  awareness  of  scleroderma.  It  would  be  much  more  meaning- 
ful when  it  airs  if  we  could  tell  patients  and  supporters  that, 
thanks  to  Congress,  there  is  indeed  hope  in  the  very  near  future. 
Please  help  make  that  possible. 

PREPARED  STATEMENT 

As  Sharon  has  told  me  a  thousand  times — and  I  have  been  count- 
ing— she  leaves  it  on  my  answering  machine — she  says  people 
make  miracles  happen.  And  I  believe  that. 

Thank  you. 

Senator  Specter.  Thank  you  very  much,  Mr.  Saget. 

When  we  find  out  when  it  airs,  we  will  be  in  a  position  to  re- 
spond to  your  query. 

Mr.  Saget.  I  will  be  at  your  home  with  a  Nielsen  box.  [Laugh- 
ter.] 

[The  statement  follows:] 

Prepared  Statement  of  Bob  Saget 

Mr.  Chairman  and  Senator  Boxer — Thanks  for  your  time  today.  My  sister  Gay 
died  two  years  ago  at  the  age  of  47  from  scleroderma.  I  know  she'd  be  readly  happy 
I'm  here  testifjang  on  behalf  of  efforts  that  will  ultimately  save  the  lives  of  hundreds 
of  thousands  of  people,  many  just  like  her.  I'm  told  over  80  percent  of  scleroderma's 
victims  are  women,  mostly  in  the  prime  of  their  lives.  My  sister  was  in  the  prime 
of  her  life,  and  she  died  two  years  gifter  finally  being  diagnosed. 

It's  a  tragedy  that  so  few  people  know  about  a  disease  that  really  is  so  wide- 
spread, and  it's  bizarre  to  me  that  so  little  is  being  done  to  find  a  cure  other  than 
the  incredible  work  of  the  Scleroderma  Research  Foundation.  The  weird  part  of  all 
this  is,  I  knew  about  scleroderma  and  the  Foundation  before  my  sister  was  even  di- 
agnosed with  the  disease.  I  was  asked  to  perform  at  an  annual  "Cool  Comedy — Hot 
Cuisine"  fund-raiser  here  in  Los  Angeles.  I  volunteered  because  I'd  heard  it  was  a 
wonderful  cause  and  been  told  about  this  really  amazing  woman  named  Sharon 
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Monsky  who  was  determined  to  make  a  difference  with  her  Ufe  and  find  a  cure  for 
this  disease. 

Two  years  later  I  was  performing  at  the  benefit  again  and  my  sick  sister  was  in 
the  audience.  Through  my  sister,  and  my  family's  painful  ordeal,  I  have  been  fortu- 
nate enough  to  become  very  close  with  Sharon.  And  through  her  I  know  that  this 
is  a  solvable  problem.  It's  a  matter  of  time  and  money.  The  problem  is  that  there 
are  far  too  many  people  with  too  little  time  left  and  not  anywhere  near  enough 
money  to  adequately  respond  to  the  research  opportunities  now  available. 

In  tribute  to  my  sister  and  out  of  respect  to  all  the  people  suffering  from  this 
awful  disease,  I  have  just  made  a  TV  movie  entitled  "For  Hope"  which  will  air  on 
ABC  in  the  fall.  Hopefully  it  can  make  a  difference  in  raising  awareness  of 
scleroderma.  It  would  be  much  more  meaningful  when  it  airs  if  we  could  tell  pa- 
tients and  supporters  that  thanks  to  Congress  there  is  indeed  hope  in  the  very  near 
future.  Please  help  to  make  that  possible. 

As  Sharon  has  told  me  a  thousand  times — and  I've  been  counting — people  make 
miracles  happen. 

Thank  you. 

SUMMARY  STATEMENT  OF  DANA  DELANY 

Senator  Specter.  We  now  turn  to  Ms.  Dana  Delany,  who  is 
doing  a  great  deal  in  the  fight  ag£iinst  scleroderma.  She  is  educat- 
ing the  American  pubUc  about  the  pain  and  suffering  patients  with 
this  disease  endure.  She  plays  a  woman  suffering  from  this  fatal 
disease  in  Mr.  Saget's  production,  "For  Hope."  She  is  well  known 
in  the  entertainment  arena,  and  has  received  two  Emmy  Awards 
for  best  actress  for  her  role  as  an  Army  nurse  on  the  TV  series 
"China  Beach." 

Welcome,  Ms.  Delany,  and  we  look  forward  to  your  testimony. 

Ms.  Delany.  Thank  you. 

Thank  you,  Senator  Boxer  and  Senator  Specter,  for  coming  to 
Los  Angeles  to  hear  us. 

Like  Bob  Saget  and  Jason  Alexander,  I  too  have  a  personal  con- 
nection to  scleroderma,  but  it  is  not  my  sister,  my  mother  or  a 
member  of  my  family.  It  is  my  very  dear  friend,  Sharon  Monsky. 
And  as  much  as  I  hate  this  cfisease,  I  am  truly  honored  to  know 
her  because  of  it. 

I  have  always  been  very  concerned  about  the  relative  lack  of  at- 
tention to  women's  health  issues.  But  when  I  heard  about 
scleroderma,  I  was  absolutely  appalled.  There  are,  as  Senator 
Boxer  noted,  at  least  as  many  people  affected  by  scleroderma  as 
multiple  sclerosis  and  muscular  dystrophy.  And  as  you  noted.  Sen- 
ator Specter,  the  researchers  I  have  spoken  to  estimate  approxi- 
mately 500,000  people  in  the  United  States  alone.  In  my  mind,  it 
is  the  most  glaring  example  of  the  serious  but  unknown  and  abso- 
lutely underfunded  threat  to  women's  health. 

Even  though  Sharon  and  I  have  talked  about  this  disease  in  ex- 
cruciatingly intimate  detail,  and  even  though  I  played  a 
scleroderma  patient  in  the  movie  that  Bob  just  mentioned,  I  can 
only  imagine  the  pain  of  this  disease  and  the  anguish  of  its  dis- 
figurement and  disabilities.  I  hope  that  through  this  movie  and 
through  this  hearing,  more  people  will  try  to  imagine  what  this  dis- 
ease is  like,  and  the  nimiber  of  people  it  affects. 

Senator  Boxer,  I  know  you  are  very  familiar  with  the  work  of  the 
Scleroderma  Research  Foundation.  Thank  you  for  everything  you 
have  done  to  help.  But  we  all  have  to  do  more.  This  is  not  a  pipe- 
dream  or  the  work  of  a  desperate  patient  trying  to  save  herself. 
Sharon  Monsky  knows  it  is  probably  too  late  for  her  even  if  a  cure 
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is  found.  She  has  been  told  that  for  14  years.  But  it  is  not  too  late 
to  help  others,  and  ultimately  cure  this  disease.  In  fact,  the  timing 
is  just  right. 

I  believe  the  president  of  the  National  Academy  of  Sciences  when 
he  says  that  this  approach  of  the  Scleroderma  Research  Foundation 
will  change  the  future  of  disease  research.  The  scleroderma  pa- 
tients who  need  our  help  will  benefit  the  most.  But  those  of  us  who 
are  fortunate  enough  to  make  a  difference  will  also  benefit.  You 
and  I  are  the  people  who  can  make  that  difference. 

PREPARED  STATEMENT 

I  hope  you  will  join  me  in  doing  everything  that  is  humanly  pos- 
sible to  cure  this  disease. 

Thank  you. 

Senator  Specter.  Thank  you  very  much,  Ms.  Delany,  for  your 
very  impressive  testimony. 

[The  statement  follows:] 

Prepared  Statement  of  Dana  Delany 

Senator  Boxer  and  Senator  Specter,  thank  you  for  coming  to  Los  Angeles  today 
to  hear  about  women's  health  concerns  and  thank  you  for  the  opportunity  to  speak 
at  this  hearing.  Like  Bob  Saget  and  Jason  Alexander,  I  too  have  a  personal  connec- 
tion to  scleroderma.  Mine  is  a  little  different,  in  that  it  is  not  my  sister,  or  my  mom, 
or  any  other  member  of  my  family  who  is  affected.  It  is  one  of  my  dear  friends, 
whom  you  have  already  heard  speak  today:  Sharon  Monsky.  As  much  as  I  hate  this 
disease,  I  am  truly  grateful  to  have  known  her  because  of  it. 

I  have  always  been  concerned  about  that  relative  lack  of  attention  to  women's 
health  issues,  but  when  I  heard  about  scleroderma,  I  was  absolutely  appalled.  There 
are  at  least  as  many  people  affected  by  scleroderma  as  well-known  diseases  such 
as  muscular  dystrophy  or  multiple  sclerosis.  The  researchers  I  have  spoken  to  esti- 
mate approximately  500,000  people  in  the  United  States  alone.  It  is  in  my  mind  the 
most  glaring  example  of  a  serious  but  unknown  and  absolutely  underfunded  threat 
to  women's  health. 

As  I  said,  I  am  proud  to  know  Sharon  Monsky.  I  am  only  disheartened  to  know 
a  little  of  what  the  experience  of  this  disease  is  like  for  her  and  hundreds  of  thou- 
sands of  others  through  our  friendship  and  through  the  part  I  just  finished  playing 
as  a  scleroderma  patient  in  the  made-for-television  movie  Bob  Saget  just  mentioned. 
I  can  only  imagine  the  pain  of  this  disease  and  the  anguish  of  its  disfigurement  and 
disabilities.  I  hope  that  through  the  movie  and  this  hearing,  more  people  will  try 
to  imagine  what  this  disease  is  like,  and  the  number  of  people  it  affects.  Because 
maybe  if  that  happened,  more  would  be  done  to  find  a  cure. 

In  the  movie,  the  character  I  play  travels  to  Santa  Barbara  to  find  out  what  is 
being  done  to  find  a  cure.  I  have  made  that  trip  myself  many  times  and  spoken  at 
length  with  Sharon  about  the  possibilities  at  least  for  therapeutic  development.  I 
wish  I  could  take  you  both  up  there  with  me.  Senator  Boxer,  I  know  you  are  very 
familiar  with  the  work  of  the  Foundation.  Thank  you  for  all  that  you  have  done  to 
help.  But  we  all  have  to  do  more.  This  is  not  a  pipedream  or  the  work  of  a  desperate 
patient  trying  to  save  herself.  Sharon  Monsky  knows  it  is  probably  too  late  for  her, 
even  if  a  cure  is  found.  She  has  been  told  that  for  fourteen  years.  But  it  is  not  too 
late  to  help  others,  and  to  ultimately  cure  this  disease.  In  fact,  the  timing  is  just 
right. 

Thanks  to  the  innovative  work  of  the  Scleroderma  Research  Foundation,  incred- 
ible progress  is  being  made  to  understand  and  treat  this  disease.  And  what  Sharon 
says  about  bringing  together  the  best  of  business  and  science  is  making  a  difference. 

I  believe  the  President  of  the  National  Academy  of  Sciences  when  he  says  that 
this  approach  will  change  the  future  of  disease  research.  You  certainly  don't  have 
to  be  a  stellar  scientist  to  realize  the  power  of  bringing  the  right  people  and  tools 
together  to  solve  a  problem.  Like  many  others,  I  am  in  awe  of  how  Sharon  has  done 
this.  It  is  exciting  and  inspirational  to  watch.  But  the  point  is  not  to  watch,  it  is 
to  do  something.  People  do  make  miracles  happen.  But  it  is  not  other  people,  in  the 
future.  It  has  to  be  you  and  I,  today.  I  hope  you  will  join  me  in  doing  all  that  is 
humanly  possible  to  cure  this  disease.  The  people  who  benefit  most  are  not  nee- 
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essarily  the  scleroderma  patients  who  need  our  help,  but  those  of  us  who  are  fortu- 
nate enough  to  have  the  chance  to  make  a  difference  with  our  lives,  as  my  friend 
Sharon  Monsky  has  already  with  hers. 
Thank  you. 

SUMMARY  STATEMENT  OF  JASON  ALEXANDER 

Senator  Specter.  We  now  turn  to  Mr.  Jason  Alexander,  who  has 
personal  experience  with  scleroderma.  His  sister  suffers  from  the 
disease,  and  he  has  been  an  avid  campaigner  for  more  research  dol- 
lars into  the  causes  and  cures  of  scleroderma.  Mr.  Alexander  is 
well  known  as  a  Tony  Award-winning  actor  and  has  earned  four 
Emmy's  and  three  Golden  Globe  nominations  for  his  portrayal  of 
George  on  the  TV  hit  series  "Seinfeld." 

Welcome,  and  we  look  forward  to  your  testimony. 

Mr.  Alexander.  Thank  you,  Chairman  Specter  and  Senator 
Boxer.  I  thank  you  for  this  effort  to  bring  attention  to  scleroderma 
and  to  focus  on  what  can  be  done  to  find  a  cure. 

As  you  mentioned,  I  have  a  direct  stake  in  this  discussion,  be- 
cause my  sister  does  have  scleroderma.  Like  many  families,  we 
were  shocked  to  hear  the  seriousness  of  this  disease,  which  we  had 
frankly  never  heard  of  before.  Scleroderma  means  hard  skin,  but 
it  is  not  just  a  skin  disease.  In  many  people,  it  affects  internal  or- 
gans, such  as  the  kidney,  heart,  and  lungs.  When  it  does,  the  over- 
production of  collagen  associated  with  the  disease  can  make  these 
organs  inoperable  and  ultimately  lead  to  death. 

Part  of  the  problem  with  scleroderma  is  that  it  does  not  fit  neatly 
into  any  of  the  boxes  that  we  design  for  disease  research.  It  is  not 
just  a  skin  disease,  because  internal  organs  can  be  affected  in  pa- 
tients without  serious  skin  involvement.  It  is  not  just  a  connective 
tissue  disorder,  because  of  the  vascular  dynamic  that  is  clearly  a 
part  of  its  development.  And  it  is  not  just  an  autoimmune  disease, 
because  of  its  resistance  to  immunotherapies  and  the  fact  that  we 
know  fibrosis  is  not  directly  mediated  by  the  autoimmune  system. 
The  fact  that  I  am  a  fairly  bright  guy  and  that  I  barely  understand 
what  I  just  said  to  you  is  evidence  that  this  disease  is  rather  com- 
plicated, and  it  demands  the  kind  of  cross-institutional,  multidisci- 
plinary  approach  that  the  Foundation  has  designed. 

Scleroderma  is  an  extremely  disabling  and  disfiguring  disease.  It 
is  ugly  and  it  is  painful.  But  there  is  no  reason  that  my  sister  or 
anyone  else  now  living  with  scleroderma  needs  to  die  from  it,  not 
with  the  research  possibilities  that  are  now  in  development.  This 
is  not  a  rare  or  hopeless  disease.  It  is  widespread.  And  there  is  a 
great  deal  that  can  be  done  now,  with  your  help. 

Government  must  be  a  full  partner  in  collaborative  efforts,  such 
as  those  Sharon  Monsky  has  just  described.  An  amazing  amount  of 
progress  has  been  made  without  significant  Government  support, 
and  now  is  the  time  to  leverage  the  resources  that  only  our  Govern- 
ment can  quickly  bring  to  bear.  I  know  this  is  a  time  of  constricted 
resources  and  restricted  funds,  but  that  is  all  the  more  reason  to 
invest  where  our  efforts  can  produce  the  highest  3deld  results  for 
our  Nation's  health.  Scleroderma  is  clearly  one  of  those  areas.  The 
opportunity  here  is  at  least  as  great  as  the  need. 
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PREPARED  STATEMENT 

Sharon  Monsky  has  told  me  that  with  $3  milhon,  a  national 
scleroderma  patient  registry  and  an  international  scleroderma  sym- 
posium, she  can  move  the  world.  I  assure  you  she  has  been  moving 
the  world  for  quite  some  time  with  much  less.  It  seems  to  me  very 
little  to  ask,  with  a  great  deal  to  be  gained  in  return.  On  behalf 
of  my  sister  and  everyone  concerned  with  our  Nation's  health,  I 
hope  that  Congress  will  do  all  it  can  to  be  a  partner  in  these  col- 
laborative efforts,  and  I  ask  you  each  to  continue  to  help  to  make 
that  happen. 

Thank  you  both. 

Senator  Specter.  Thank  you  very  much,  Mr.  Alexander. 

[The  statement  follows:] 

Prepared  Statement  of  Jason  Alexander 

Chairman  Specter  and  Senator  Boxer,  thank  you  for  this  effort  to  bring  attention 
to  scleroderma  and  to  focus  on  what  can  be  done  to  find  a  cure.  I  have  a  direct  stake 
in  this  discussion  because  my  sister  also  has  scleroderma.  Like  many  families,  we 
were  shocked  to  hear  of  the  seriousness  of  this  disease  which  we  had  never  heard 
of.  Scleroderma  means  "hard  skin,"  but  it  isn't  just  a  skin  disease — in  many  people 
it  affects  internal  organs  such  as  the  kidney,  heart  or  lungs.  When  it  does,  the  over- 
production of  collagen  associated  with  the  disease  can  make  these  organs  inoperable 
and  ultimately  lead  to  death. 

Part  of  the  problem  with  scleroderma  is  that  it  doesn't  fit  neatly  into  any  of  the 
boxes  we  design  for  disease  research.  It  isn't  just  a  skin  disease,  because  internal 
organs  can  be  affected  in  patients  without  serious  skin  involvement.  It  isn't  just  a 
connective  tissue  disorder  because  of  the  vascular  dynamic  that  is  clearly  part  of 
its  development.  And  it  isn't  just  an  autoimmune  disease  because  of  its  resistance 
to  immunotherapies  and  the  fact  that  we  know  fibrosis  isn't  directly  mediated  by 
the  autoimmune  system.  This  disease  is  complicated,  and  it  demands  the  kind  of 
cross-institutional,  multi-disciplinary  approach  the  Foundation  has  designed. 

Scleroderma  is  an  extremely  disabling  and  disfiguring  disease.  It  is  ugly  and  pain- 
ful. But  there  is  no  reason  my  sister  or  anyone  else  now  living  with  scleroderma 
needs  to  die  from  it.  Not  with  the  research  possibilities  that  are  now  in  develop- 
ment. This  is  not  a  rare,  hopeless  disease.  It  is  widespread  and  there  is  a  great  deal 
that  can  be  done  now,  with  your  help.  Government  must  be  a  full  partner  in  collabo- 
rative efforts  such  as  those  Sharon  Monsky  has  just  described.  An  amazing  amount 
of  progress  has  been  made  without  significant  government  support,  and  now  is  the 
time  to  leverage  the  resources  that  only  our  government  can  quickly  bring  to  bear. 
I  know  this  is  a  time  of  constricted  resources  and  restricted  funds,  but  that  is  all 
the  more  reason  to  invest  where  our  efforts  can  produce  the  highest  yield  results 
for  our  nation's  health.  Scleroderma  is  clearly  one  of  those  areas.  The  opportunity 
here  is  at  least  as  great  as  the  need. 

Sharon  Monsky  has  told  me  that  with  $3  million,  a  national  scleroderma  patient 
registry  and  an  international  scleroderma  symposium,  she  can  move  the  world.  That 
seems  to  me  very  little  to  ask  with  a  great  deal  to  be  gained  in  return.  On  behalf 
of  my  sister  and  everyone  concerned  with  our  nation's  health,  I  hope  that  Congress 
will  do  all  that  it  can  to  be  a  partner  in  these  collaborative  efforts,  and  I  ask  you 
each  to  continue  to  help  make  that  happen. 

Thank  you. 

SCLERODERMA 

Senator  Specter.  I  am  going  to  jdeld  for  the  opening  round  of 
questions  to  my  distinguished  colleague,  Senator  Boxer.  When  we 
were  planning  these  hearings,  she  said,  Arlen,  we  ought  to  do  a 
panel  on  scleroderma.  And  I  said,  great,  and  here  we  are. 

Senator  Boxer. 

Senator  BoxER.  Thank  you  very  much,  Mr.  Chairman. 

This  is  a  very  moving  moment  for  me  to  have  this  panel.  And, 
Mr.  Chairman,  I  want  to  talk  to  you  personally,  if  I  might. 
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Senator  Specter.  Permit  me  to  interject  that  the  hghts  are  bro- 
ken. We  will  proceed  anyway. 

Senator  Boxer.  OK.  I  will  not  go  too  long.  But,  Mr.  Chairman, 
this  is  a  moving  moment  for  me,  because  I  have  known  about  this 
disease  for  a  while.  And  as  everyone  who  meets  Sharon  Monsky 
will  tell  you — and  they  have — you  are  really  a  changed  person 
when  you  meet  this  woman.  And  it  is  a  humbling  thing.  Because 
I  think  if  we  all  were  really  honest  with  ourselves  and  we  put  our- 
selves in  her  place,  whether  we  are  a  man  or  a  woman,  and  we  are 
told  about  this  dreadful  disease — when  she  was  told  about  it,  they 
knew  nothing  about  it — and  you  are  told  that  essentially  your  life 
is  over,  and  even  if  you  live,  you  cannot  have  children,  you  will  be 
disfigured,  I  do  not  think  there  are  too  many  people  who  would  say, 
I  am  going  to  take  this  on.  And  I  just  cannot  tell  you  what  it  is 
like  to  know  her.  And  I  just  hope  that  you  will  get  to  know  her. 

I  want  to  apologize  to  all  the  people  who  have  scleroderma,  be- 
cause I  was  unable  to  do  more  than  I  have  up  to  now.  And  I  think 
it  took  me  getting  to  the  U.S.  Senate  to  have  the  clout,  to  get  to 
know  Senator  Specter,  who  is  in  a  position  to  help  us,  who  has 
helped  me  on  other  issues  that  I  care  about  and  he  has  grown  to 
care  about,  because  we  can  reach  across  those  party  lines.  He  can 
talk  to  people  who  do  not  usually  talk  to  me.  [Laughter.] 

And  I  can  talk  to  people  who  do  not  normally  have  a  chat  with 
him.  And  this  gives  us  the  ability  to  make  miracles  happen. 

So  I  think  that  this  hearing  is  a  turning  point  in  the  fight,  Shar- 
on. And  to  those  of  you  who  have  worked  to  bring  the  story  to  the 
American  people,  I  thank  you.  Because  it  is  very  hard  to  call  atten- 
tion to  something  that  no  one  really  understands  or  knows,  with 
all  the  competing  issues  and  problems  we  face  as  a  society. 

When  I  heard  that  there  are  as  many  cases  of  scleroderma  as 
muscular  dystrophy  or  multiple  sclerosis,  you  could  have  knocked 
me  over.  I  had  no  idea.  And  frankly,  Mr.  Chairman,  a  lot  of  the 
people  with  scleroderma  stay  hidden — stay  hidden  in  their  homes, 
do  not  come  out,  do  not  take  the  risks  that  Sharon  Monsky  takes 
every  single  day  of  her  life. 

So  I  think  that  what  they  are  asking  us,  Mr.  Chairman,  is  really 
a  match  to  what  they  have  done.  They  have  taken  the  lead  in  the 
Foundation.  They  have,  in  many  ways,  what  is  very  unusual.  Usu- 
ally it  takes  the  Cxovemment  to  start  the  research,  Mr.  Chairman, 
and  then  the  nonprofits  come  forward  and  the  academies  come  for- 
ward, and  everybody  helps  with  it.  In  this  case,  this  was  a  lonely 
fight.  And  we  have  one  person  organizing  it  all  and  beginning  to 
assemble  the  information  that  we  need  to  make  a  difference.  And 
they  are  basically  asking  us  to  match  them  in  what  they  are  doing. 

I  do  not  have  any  questions,  but  I  want  you  to  meet,  just  for  a 
moment,  if  he  would  stand,  Mark  Scher,  who  is  Sharon's  husband, 
who  is  a  partner  of  hers  in  this  battle.  They  had  three  magnificent 
children  after  she  was  told  never  mind,  it  cannot  happen.  It  is  just 
a  spectacular  situation  here,  Mr.  Chairman,  that  I  am  privileged 
to  let  you  know  about,  and  look  forward  to  working  with  you. 

And  I  do  not  have  any  questions. 

Senator  Specter.  Well,  thank  you  very  much,  Senator  Boxer,  for 
that  very  moving  statement  and  for  your  leadership  on  this  critical 
issue. 
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As  Mr.  Alexander  has  noted,  we  have  constricted  resources  in  the 
Federal  budget  and  drive  to  balance  the  budget.  I  do  think  that  is 
important,  but  as  I  have  said  so  many  times,  we  have  to  do  it  with 
a  scalpel  and  not  a  meat  axe.  Despite  this,  I  note  that  the  National 
Institutes  of  Health  has  continued  to  receive  funding  through  these 
tough  times.  It  is  a  result  of  bipartisan  efforts,  both  Democrats  and 
Republicans. 

Senator  Weicker  was  a  leader  in  the  field  in  the  early  eighties 
and  then  Senator  Chiles  picked  it  up  followed  by  Senator  Harkin, 
who  is  now  ranking  member  on  the  subcommittee.  We  change 
seats,  depending  on  which  party  has  control.  I  was  ranking,  when 
Senator  Harkin  was  chairman,  and  now  I  am  the  chairman  and  he 
is  ranking.  But  we  have  pushed  the  funding  up  consistently.  Last 
year,  the  NIH  was  at  $10.3  billion,  and  we  protecetd  the  National 
Institutes  of  Health  when  we  had  the  budget  battles.  Regrettably, 
the  Government  was  closed  down,  but  we  increased  the  funding  by 
some  $600  million,  and  we  are  going  to  try  to  increase  the  funding 
again. 

Scleroderma  will  be  much  better  known  when  we  proceed  next 
year.  We  are  going  to  have  the  Directors  of  the  National  Institutes 
of  Health  at  a  budget  hearing,  and  we  will  have  a  whole  series  of 
questions  for  them  to  address  on  this  issue. 

I  do  have  one  question  for  Mr.  Saget.  When  does  your  program, 
"For  Hope,"  air? 

Mr.  Saget.  I  am  told  it  is  the  fall,  which  I  think  basically  I  just 
have  to  look  at  trees  and  wait.  [Laughter.! 

I  think  it  is  October  or  November.  So  I  am  waiting. 

Senator  Specter.  Someone  in  my  position  would  invariably  ask 
you,  is  that  before  the  election  or  after?  [Laughter.] 

Mr.  Saget.  Which  would  you  prefer? 

Senator  Specter.  How  about  election  night?  [Laughter.] 

Well,  we  will  take  a  very  close  look  at  this  issue  and  try  to  give 
it  support.  When  Senator  Boxer  says  that  we  travel  in  somewhat 
different  circles,  that  is  true.  But  we  also  travel  in  some  of  the 
same  circles.  And  we  do  care  very  much  about  these  issues.  And 
we  congratulate  you,  Ms.  Monsky,  for  your  leadership,  your  perse- 
verance and  your  success. 

And  thank  you,  Mr.  Saget,  Ms.  Delany  and  Mr.  Alexander,  for 
coming  in  today. 

Ms.  Monsky.  Thank  you. 

Senator  Specter.  We  will  move  now  to  our  third  panel,  Mr.  Rod 
Steiger,  Ms.  Victoria  Principal,  and  Dr.  Jeannie  Brewer. 

At  the  request  of  Mr.  Steiger,  we  are  going  to  go  in  alphabetical 
order.  He  is  going  to  be  last.  We  will  begin  with  Dr.  Jeannie  Brew- 
er, who  is  an  assistant  professor  in  the  Department  of  Family  Prac- 
tice at  the  University  of  Southern  California,  an  internist,  and  the 
former  associate  medical  director  of  the  AIDS  Clinic  in  Los  Angeles 
County  Hospital.  Dr.  Brewer  is  an  active  supporter  for  AIDS  edu- 
cation and  research.  I  might  notice  parenthetically  the  vast  in- 
creases which  have  been  accorded  to  AIDS  as  a  major  health  prob- 
lem which  has  burst  upon  the  American  scene  in  the  past  15  years. 
Often  we  appropriators  are  criticized  for  doing  much,  too  much,  for 
AIDS  but  it  is  a  major,  major  problem. 
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STATEMENTS  OF: 

JEANNBE  BREWER,  M.D.,  ASSISTANT  PROFESSOR,  DEPARTMENT  OF 

FAMDLY  PRACTICE,  UNIVERSITY  OF  SOUTHERN  CALIFORNIA 
VICTORIA  PRINCIPAL,  ACTRESS 
ROD  STEIGER,  ACTOR 

SUMMARY  STATEMENT  OF  DR.  JEANNIE  BREWER 

Senator  Specter.  We  welcome  you  here,  Dr.  Brewer,  and  look 
forward  to  your  testimony.  The  time  limit  is  4  minutes,  and  if  you 
go  too  very  long,  we  will  wave  at  you,  because  the  lights  are  bro- 
ken. The  floor  is  yours. 

Dr.  Brewer.  Thank  you.  I  do  not  know  if  doctors  are  known  for 
talking  too  long,  but  perhaps — the  HMO's  tell  us  so. 

Mr.  Chairman,  Senator  Boxer,  thank  you  very  much  for  the  op- 
portunity to  testify  on  women  and  HIV  today.  And  I  will  primarily 
be  referring  to  women  in  the  United  States,  as  the  epidemic  does 
vary  across  the  world.  However,  I  would  like  to  note  that  world- 
wide, according  to  the  World  Health  Organization,  40  percent  of  all 
new  AIDS  cases  are  in  women.  And  those  are  overwhelmingly  via 
heterosexual  contact. 

In  the  United  States,  this  number  is  somewhere  around  15  to  18 
percent,  depending  on  what  you  look  at,  AIDS  cases  involving 
women,  which  is  clearly  a  smaller  number.  Yet  women  do  represent 
the  fastest-growing  category  of  new  HIV  infections  in  this  country, 
as  well  as  the  world.  And  we  also  need  to  realize  that  women  are 
twice  as  likely  to  contract  HIV  from  vaginal  sex  with  a  male  part- 
ner than  men  are  from  a  female  partner,  and  that  heterosexual 
transmission  has,  in  recent  years,  overtaken  drug  use  as  the  pri- 
mary mode  of  transmission  in  this  country.  So  I  think  we  really 
need  to  look  at  some  of  these  worldwide  statistics  as  well,  because 
we  may  very  well  be  headed  in  this  direction. 

The  epidemic  in  women  in  the  United  States,  however,  still  does 
remain  strongly  linked  to  substance  abuse.  And  we  also  need  to  re- 
alize that  there  are  a  lot  of  regional  variations  in  transmission 
rates.  That  is,  in  the  Bronx,  it  is  not  necessarily  the  same  as  east 
Los  Angeles.  So  that  is  something  to  keep  in  mind. 

In  addition,  practically  all  of  pediatric  infections  are  derived  from 
infected  mothers.  So  the  pediatric  epidemic  does  mirror  that  of 
women.  And  the  silent  statistic  here  is  that  25,000  children  in  the 
United  States  have  been  orphaned  by  HIV  since  the  beginning  of 
the  epidemic.  And  that  is  projected  to  be  80,000  by  the  year  2000, 
according  to  the  CDC.  And  I  think  one  of  the  real  tragedies  of  our 
HIV  strategy  in  this  country  has  been  a  real  lack  of  understanding 
of  the  needs  of  women  in  this  epidemic. 

And  I  think  we  desperately  need  funding  in  this  area  for  re- 
search and  implementation,  and  that  we  really,  really  need  a 
women-centered  model  of  health  care  delivery.  Talking  to  all  the 
providers  in  the  community,  this  is  one  of  the  biggest  problems. 
Women  need  to  go  one  place  for  all  their  needs.  They  are  caring 
for  children.  They  have  transportation  problems.  They  need  to  go 
one  place  for  their  needs. 

We  also  have  to  recognize  that  77  percent  of  HIV-infected  women 
in  the  United  States  are  women  of  color,  and  that  90  percent  of 
them  are  unemployed;  83  percent  subsist  below  the  poverty  line. 
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Many  are  addicted  to  drugs.  These  are  not  women  who  have  health 
insurance. 

Given  these  issues,  we  also  need  to  emphasize  research  in  many 
behavioral  areas.  You  know,  how  do  we  prevent  infection  in  women 
of  color  and  in  teenage  girls?  What  models  can  we  design  for  be- 
havioral changes  in  these  at-risk  populations?  And  how  do  those 
vary  regionally? 

Those  are  only  a  few  of  the  questions  that  we  need  to  answer. 
We  really  need  research  that  is  creative  in  these  areas.  We  need 
people  to  look  at  what  can  be,  not  necessarily  to  fit  women  into 
what  already  exists. 

And  in  order  to  best  deliver  care  to  this  population  of  HIV-in- 
fected women,  as  well  as  to  increase  their  participation  in  clinical 
trials,  which  has  been  a  real  problem,  we  need  to  document  some 
of  the  issues  that  limit  women's  access  to  care — we  have  heard  a 
little  bit  about  this  already  in  this  testimony  this  morning — but  for 
this  particular  population,  lack  of  transportation  and  child  care, 
breaches  of  confidentiality,  and  the  threat  of  domestic  violence, 
stigmatization,  shame,  fear,  low  literacy,  institutionalized  racism, 
and,  clearly,  poverty. 

We  know  that  women  whose  infections  are  detected  early  survive 
as  long  as  infected  men.  Yet,  HIV-infected  women  are  one-third 
more  likely  to  die  before  they  have  an  AIDS-defining  condition 
than  are  HIV-infected  men.  Why?  We  need  resources  directed  at 
answering  this  type  of  question. 

And  from  the  beginning  of  the  HIV  epidemic,  women  have  been 
diagnosed  late  in  their  illness.  Too  often,  this  is  because  physicians 
have  failed  to  recognize  women's  risk  factors  and  symptoms.  Noav, 
I  believe  that  as  part  of  the  licensure  renewal,  physicians  must  be 
fully  educated  about  HIV  infection  in  patients,  including  women. 
And  also,  we  need  to  reach  out  more. to  women,  and  especially  ado- 
lescent girls,  to  know  that  they  are  also  at  risk.  Because  I  still  hear 
people  say,  Women  do  not  get  this  disease.  That  still  is  very  preva- 
lent in  some  of  these  communities. 

In  terms  of  basic  and  clinical  research,  we  need  to  emphasize,  ob- 
viously, the  unique  physiology  of  women  and  not  only  pregnant 
women.  We  need  to  also,  once  and  for  all,  we  really  need  to  make 
prevention  a  priority.  This  came  up  earlier  in  the  osteoporosis  testi- 
mony. You  know,  we  can  save  so  much  money  in  this  way.  And  in 
fact,  we  could  even  envision  a  world  without  HIV.  This  is  a  pre- 
ventable illness,  and  we  need  to  look  at  that.  Short  of  a  vaccine, 
this  means  researching  and  implementing  strategies  that  enable 
people  to  avoid  infection.  We  need  to  be  creative,  optimistic  and 
courageous. 

Intravenous  drug  use  is  inextricably  linked  to  HFV  infection  in 
women.  If  we  could  eliminate  this  mode  of  transmission,  a  mini- 
mum of  64  percent  of  cases  in  women  would  be  eradicated,  as  well 
as  the  majority  of  pediatric  cases.  We  need  treatment  beds  for  sub- 
stance-abusing women.  We  need  child  care  for  them  while  they  are 
in  treatment.  We  must  have  further  research  and  implementation 
into  distributing  clean  needles  to  addicts. 

The  numbers  of  women  in  the  United  States  are  relatively  small 
compared  to  men  at  this  moment,  but  given  their  rapidly  expand- 
ing numbers,  their  unique  problems  and  that  they  are  the  link  into 
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the  pediatric  community  and  also  the  heterosexual  community,  we 
really  need  to  look  at  this. 

PREPARED  STATEMENT 

HIV-infected  women  too  often  have  made  themselves  and  their 
health  their  last  priority,  behind  caring  for  children,  parents, 
spouses,  partners,  lovers,  grandparents.  Let  us  not  give  validity  to 
this  desperate  stance  by  continuing  to  make  them  our  last  priority, 
as  well. 

Thank  you. 

[The  statement  follows:! 

Prepared  Statement  of  Dr.  Jeannie  A.  Brewer 

While  I  will  be  referring  to  HIV  in  women  in  the  United  States  in  this  testimony, 
I  would  like  to  note  that,  worldwide,  according  to  WHO,  40  percent  of  all  new  AIDS 
cases  are  in  women.  In  the  U.S.,  14.6  percent  of  AIDS  cases  involve  women,  a  small- 
er number,  yet  women  represent  the  fastest  growing  category  of  new  HIV  infections 
in  this  country  as  well  as  in  the  world.  Given  that  women  are  twice  as  likely  to 
contract  HIV  from  vaginal  sex  with  a  male  partner  than  men  are  from  a  female 
partner,  and  that  heterosexual  transmission  has  in  recent  years  overtaken  drug  use 
as  the  primary  mode  of  transmission  in  the  U.S.,  we  cannot  ignore  these  worldwide 
statistics.  We  may  very  well  be  headed  there. 

The  epidemic  in  women  in  the  U.S.  remains  strongly  linked  to  substance  abuse 
in  two  ways:  through  their  personal  use  of  intravenous  drugs  (46  percent  of  cases) 
and  through  male  partners  who  were  infected  via  this  route  (at  least  18  percent  of 
heterosexually  transmitted  cases).  However,  these  are  national  statistics  that  do  not 
adequately  reflect  the  wide  regional  variations  of  this  epidemic  in  women;  i.e..  New 
York  City  is  not  East  Los  Angeles. 

As  practically  all  of  pediatric  infections  are  derived  from  infected  mothers,  the  pe- 
diatric epidemic  mirrors  that  of  women.  The  "silent"  statistic  here  is  that  25,000 
children  in  the  U.S.  have  been  orphaned  by  HIV  since  the  beginning  of  the  epi- 
demic, and  this  number  is  projected  to  reach  80,000  by  the  year  2000  according  to 
the  CDC. 

One  of  the  tragedies  of  our  HIV  strategy  has  been  a  lack  of  understanding  of  the 
needs  of  infected  women.  We  desperately  need  funding  for  research  and  implemen- 
tation in  this  area.  We  need  a  woman-centered  model  of  health  care  delivery,  one 
in  which  women,  who  are  often  accompanied  by  their  children  and  other  family 
members,  who  do  not  have  the  time,  energy  or  money  to  go  from  agency  to  agency, 
can  visit  one  place  for  all  their  needs:  financial,  medical,  psychological,  housing, 
legal,  gynecological/reproductive,  their  children's  and  famiiys  health  care,  among 
others. 

We  must  recognize  that  77  percent  of  HIV  infected  women  are  women  of  color  (54 
percent  African  American,  23  percent  Latina),  that  90  percent  are  unemployed  and 
83  percent  subsist  below  the  poverty  line,  that  the  majority  have  dependent  children 
they  are  caring  for  as  well  as  partners,  spouses  and  extended  family,  that  a  good 
many  are  addicted  to  drugs.  Infected  women  tend  to  be  marginalized  and  feel  that 
they  are  without  power  to  affect  their  lives  either  on  a  personal,  sexual  or  politic£il 
level,  and  that  they  are  forgotten.  Given  these  issues,  we  need  to  emphasize  re- 
search in  behavioral  areas — how  do  we  prevent  infection  in  women  of  color  and  ado- 
lescents? What  models  can  be  designed  for  behavioral  change  in  these  at-risk  popu- 
lations? How  does  the  high  rate  of  incarceration  among  African  American  men  affect 
HIV  transmission  to  women? — are  only  a  few  of  the  questions  to  be  answered.  We 
need  funds  for  creative  research  in  these  areas,  research  that  is  willing  to  stretch 
the  boundaries  of  what  exists  to  what  can  be. 

Although  some  Ryan  White  monies  are  being  allocated  to  the  treatment  of  women, 
there  remains  no  women's  subcommittee  on  the  Planning  Council.  Women  with  HIV 
need  resource  allocation  and  a  voice. 

In  order  to  best  deliver  care  to  the  population  of  HFV  infected  women,  as  well  as 
increase  their  participation  in  clinical  studies,  we  need  to  document  and  address  the 
issues  limiting  HIV-positive  women's  access  to  health  care,  among  them:  lack  of 
transportation  and  child  care,  breaches  of  confidentiality  and  the  threat  of  domestic 
violence,  stigmatization,  shame,  fear,  low  literacy,  institutionalized  racism,  and  pov- 
erty. 
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Women  whose  infections  are  detected  early  survive  as  long  as  infected  men.  Yet, 
HIV-infected  women  are  one-third  more  likely  to  die  before  they  have  an  AIDS-de- 
fining  condition  than  are  HIV-infected  men.  Why?  We  need  resources  directed  at  an- 
swering this  vital  question. 

From  the  beginning  of  the  HIV  epidemic,  women  have  been  diagnosed  late  in 
their  illness.  Too  often,  this  is  because  physicians  have  failed  to  recognize  women's 
risk  factors  and/or  symptoms.  This  is  imacceptable.  We  must  mandate  that  medical 
schools,  residencies  and  practicing  physicians  providing  primary  care  to  women  ob- 
tain continuing  medical  education  around  this  issue.  As  part  of  their  licensure  re- 
newal, we  must  demand  that  they  be  fully  educated  about  HFV  infection  in  all  pa- 
tients, including  women. 

Basic  and  clinical  research  needs  to  emphasize  the  unique  physiology  of  women, 
and  not  just  pregnant  women.  How  do  anti-viral  drugs  affect  women,  their  hormonal 
milieu,  and  how  does  the  virus  change  their  physiology,  and  their  menstrual  cycles? 

We  need  to  once  and  for  all,  maike  prevention  a  funding  priority.  We  must  envi- 
sion a  world  without  HFV.  It  is  theoretically  possible  to  eradicate  HIV  infection 
through  prevention  strategies  and  it  is  time  to  embrace  this  philosophy  as  though 
we  mean  it.  Short  of  a  vaccine,  this  means  researching  and  implementing  strategies 
that  enable  people  to  avoid  infection.  We  need  to  be  creative,  optimistic  and  coura- 
geous in  this  venture. 

As  intravenous  drug  use  is  inextricably  linked  to  HFV  infection  in  women,  it  is 
clear  that  if  we  could  eliminate  this  mode  of  transmission,  a  minimum  of  64  percent 
of  cases  in  women  would  be  eradicated,  as  well  as  the  majority  of  pediatric  cases. 
We  need  treatment  beds  for  substance  abusing  women;  we  need  child  care  arrange- 
ments for  them  while  they  are  in  treatment.  We  must  have  further  research  and 
implementation  of  outreach  programs  that  distribute  clean  needles  to  addicts. 

The  numbers  of  women  in  the  U.S.  infected  with  HFV  are  low  when  compared  to 
infected  men,  but  given  their  rapidly  expanding  numbers,  their  unique  problems 
and  their  link  into  the  heterosexual  and  pediatric  communities,  we  must  open  our 
eyes  to  them. 

HIV-infected  women  often  make  themselves  and  their  health  their  last  priority — 
after  caring  for  their  children,  partners,  lovers,  spouses,  parents  and  grandparents. 
Let  us  not  give  validity  to  this  desperate  stance  by  continuing  to  make  them  our 
last  priority  as  well. 

INCREASE  IN  FUNDING 

Senator  Specter.  Thank  you  very  much,  Dr.  Brewer. 

My  expert  staffer,  Bettilou  Taylor,  got  me  the  statistics  on  the 
increase  in  funding,  which  is  extraordinary,  showing  the  govern- 
mental response  from  fiscal  year  1982,  when  it  was  $5,555  million, 
and  last  year  it  was  $2,723  billion,  with  an  increase  for  each  year. 
We  do  thank  you  for  your  testimony,  and  we  will  have  some  ques- 
tions as  we  move  along. 

We  are  very  privileged  to  have  Ms.  Victoria  Principal  as  a  wit- 
ness today.  She  is  the  cochair  of  Victory  Over  Violence,  a  project 
of  the  community  advisory  board  of  the  Los  Angeles  County  Do- 
mestic Violence  Council.  Victory  Over  Violence  focuses  on  increas- 
ing public  awareness  on  issues  surrounding  domestic  violence,  com- 
batting spousal  abuse  and  providing  direct  support  for  victims.  Ms. 
Principal  has  been  an  outspoken  advocate  on  behalf  of  the  Arthritis 
Foundation,  having  served  both  as  chairperson  and  ambassador  to 
government.  In  1985,  she  was  influential  in  the  establishment  of 
the  Arthritis  Institute  of  the  National  Institutes  of  Health.  She  is 
well  known  as  an  accomplished  actress  and  a  leader  in  the  enter- 
tainment and  business  field. 

And,  Ms.  Principal,  I  might  say  to  you  that  Senator  Biden,  our 
colleague,  has  been  a  leader,  as  a  sponsor  in  the  funding  of  violence 
against  women — and  which  both  Senator  Boxer  and  I  have  cospon- 
sored.  Violence  against  women  is  now  at  the  $1.8  billion  authorized 
level.  We  have  yet  to  fully  fund  it,  but  it  is  an  issue  of  overwhelm- 
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ing  importance.  We  thank  you  for  your  leadership  and  look  forward 
to  your  testimony. 

SUMMARY  STATEMENT  OF  VICTORIA  PRINCIPAL 

Ms,  Principal.  Thank  you,  Mr.  Chairman  and  Senator  Boxer.  I 
am  so  pleased  to  be  with  you,  Senator  Boxer,  today.  I  know  that 
we  work  toward  many  of  the  same  goals.  And,  Mr.  Chairman,  this 
is  not  our  first  time.  And  may  I  say,  in  the  last  decade,  that  all 
of  our  meetings  have  proved  to  be  not  only  a  pleasure,  but  very 
fruitful  and  productive.  So  I  am  very  hopeful  about  today. 

As  we  have  heard  this  morning,  this  great  country,  the  United 
States,  is  now  confronted  with  a  number  of  complex  and  serious 
problems,  not  the  least  of  which  is  that  of  growing  violence.  Con- 
trary to  what  some  may  believe,  it  is  not  confined  to  the  streets. 
It  is  in  our  homes.  And  it  is  not  a  television  show.  It  is  live  and 
in  person. 

Domestic  violence  is  an  epidemic  that  threatens  our  society  as 
surely  as  any  national  security  issue,  as  surely  as  any  disease,  past 
or  present.  Spousal  abuse,  family  violence,  child  abuse,  abuse  of  the 
elderly — these  are  our  national  shame.  This  is  no  longer  a  private 
issue  between  a  man  and  his  wife,  between  a  parent  and  his  or  her 
child.  These  acts  are  forming  and  shaping  the  society  in  which  we 
all  live — our  schools,  our  workplaces,  and  our  communities.  It  is 
scarring  our  children.  They  are  being  imprinted  with  the  mark  of 
violence.  Many  will,  in  turn,  become  perpetrators  as  adults.  Some 
adolescents,  as  we  have  recently  unfortunately  seen,  are  now  capa- 
ble of  abusing  smaller  children  or  even  infants.  The  intensity  of  the 
cycle  of  violence  is  rising,  and  it  is  consuming  our  society. 

Today,  I  appear  before  you,  imploring  you  to  allocate  the  nec- 
essary resources  to  combat  this  corrosive,  widespread,  shameful  be- 
havior in  our  midst.  Domestic  violence  is  a  public  health  crisis,  just 
as  much  as  cancer,  arthritis,  AIDS,  and  heart  disease.  Federal  sup- 
port and  funding  are  essential  if  we  are  to  put  an  end  to  it. 

First,  we  need  Federal  legislation.  A  staggering  30  percent  of  the 
emergency  room  visits  by  women  have  been  attributed  to  injuries 
caused  by  battering.  In  California,  the  business  and  professional 
code  and  the  health  and  safety  code  have  been  amended  to  require 
that  all  health  care  professionals  be  trained  in  domestic  violence, 
not  only  with  regard  to  the  health  issues,  but  also  with  regard  to 
the  social  implications. 

We  need  similar  laws  throughout  this  country.  The  female  pa- 
tient population  must  be  routinely  screened  for  domestic  violence 
in  health  care  facilities  by  health  care  professionals.  Hospitals, 
emergency  rooms,  doctors,  nurses,  and  social  workers  must  have 
required  protocols  for  the  identification,  assessment,  documenta- 
tion, and  referral  of  battered  women.  It  must  be  so,  and  it  must 
be  mandated  by  law. 

Second,  we  need  Federal  funds.  Funds  for  a  public  service  cam- 
paign aimed  at  the  perpetrators  and  at  the  community,  to  make 
battering  unacceptable  behavior,  as  has  been  done  in  the  case  of 
drinking  and  driving. 

Funds  for  research  to  study  the  nature  of  the  problem,  which 
now  affects  one  in  every  four  American  women.  What  is  the  occur- 
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rence  pattern?  What  are  the  s3rmptoms?  How  can  we  treat  or,  bet- 
ter yet,  prevent  abusive  behavior  now  and  in  future  generations? 

Funds  for  innovative  programs,  such  as  the  Visiting  Nurse  Pro- 
gram here  in  Los  Angeles,  funded  by  Victory  Over  Violence,  bring- 
ing health  education,  immunization,  basic  care,  and  preventative 
care  to  many  of  the  battered  women  shelters  throughout  the  com- 
munity. 

Funds  for  the  special  training  of  all  health  care  practitioners. 
They  must  be  provided  not  only  with  the  skills  needed  to  identify 
victims  of  domestic  violence,  but  also  with  the  ability  to  institute 
a  treatment  plan  aimed  at  prevention. 

Abused  women  have  a  higher  rate  of  miscarriage,  stillbirths,  pre- 
mature labor,  and  low-birth-weight  babies.  Many  of  their  fetuses 
sustain  intrauterine  fractures.  Most  abuse  victims  will  never  call 
911  or  ask  for  police  protection,  because  they  are  too  frightened. 
Most  will  never  seek  the  safety  of  a  shelter  or  consult  with  a  bat- 
tering hot  line,  because  they  do  not  believe  it  will  help. 

If  we  do  not  educate  the  public  and  deal  with  this  crisis  now,  the 
epidemic  of  domestic  violence  will  not  remain  at  its  current  un- 
imaginable rate.  It  will  actually  escalate,  because  of  the  cyclical  ef- 
fect it  is  having  on  our  young.  The  rage  in  their  homes  will  con- 
tinue, spilling  out  into  our  streets. 

PREPARED  STATEMENT 

If  we  are  to  be  a  kinder  and  gentler  society,  we  must  no  longer 
tolerate  that  which  is  intolerable.  We  must,  individually  and  collec- 
tively, apply  ourselves  to  put  an  end  to  domestic  violence. 

Mr.  Chairman,  Senator  Boxer,  I  know  that  it  is  not  possible  to 
buy  peace  of  mind,  but  it  is  possible  to  fund  the  programs  that  will 
eventually  lead  to  a  more  peaceful  America. 

Thank  you. 

Senator  Specter.  Thank  you  very  much,  Ms.  Principal,  for  your 
very  impressive  testimony. 

The  funding  last  year  was  $260  million,  which  is  an  increase  of 
$200  million  over  fiscal  year  1995.  I  think  that  points  out  two 
things:  No.  1,  there  was  a  big  increase  and.  No.  2,  that  we  were 
much  too  low  in  the  past.  We  are  looking  very,  very  carefully  at 
it.  It  is  funded  by  both  the  Department  of  Justice  and  by  our  sub- 
committee. We  had  special  hearings  on  it  last  September,  and  we 
will  be  looking  at  it  very,  very  closely  for  increased  funding  again. 

[The  statement  follows:! 

Prepared  Statement  of  Victoria  Principal 

This  great  country,  the  United  States,  is  now  confronted  with  a  number  of  com- 
plex and  serious  problems,  not  the  least  of  which  is  that  of  growing  violence.  Con- 
trary to  what  some  may  believe,  it  is  not  confined  to  the  streets.  It  is  in  our  homes. 
And  it's  not  a  television  show.  It  is  live  and  in  person. 

Domestic  violence  is  an  epidemic  that  threatens  our  society  as  svirely  as  any  na- 
tional security  issue,  as  surely  as  any  disease — past  or  present. 

Spousal  abuse,  family  violence,  child  abuse,  abuse  of  the  elderly — these  are  our 
national  shame.  This  is  no  longer  a  private  issue — between  a  man  and  his  wife,  be- 
tween a  parent  and  his  or  her  child.  These  acts  are  forming  and  shaping  the  society 
in  which  we  all  live  *  *  *  our  schools,  ovu-  workplaces,  our  communities.  It  is  scar- 
ring our  children.  They  are  being  imprinted  with  the  mark  of  violence.  Many  will 
in  turn  become  perpetrators  as  adults.  Some  adolescents,  as  we  have  recently  seen, 
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are  now  capable  of  abusing  smaller  children  or  even  infants.  The  intensity  of  the 
cycle  of  violence  is  rising  and  it  is  consuming  our  society. 

Today,  I  appear  before  you,  imploring  you  to  allocate  the  necessary  resources  to 
combat  this  corrosive,  widespread,  shameful  behavior  in  our  midst.  Domestic  vio- 
lence is  a  public  health  crisis,  just  as  much  as  cancer,  arthritis,  AIDS,  and  heart 
disease.  Federal  support  and  funding  are  essential  if  we  are  to  put  an  end  to  it. 

First  we  need  federal  legislation. 

A  staggering  30  percent  of  the  emergency  room  visits  by  women  have  been  attrib- 
uted to  injuries  caused  by  battering.  In  California,  the  Business  and  Professional 
Code  and  the  Health  and  Safety  Code  have  been  amended  to  require  that  all  health 
care  professionals  be  trained  in  domestic  violence,  not  only  with  regard  to  the  health 
issues,  but  also  with  regard  to  the  social  implications. 

We  need  similar  laws  throughout  this  country.  The  female  patient  population 
must  be  routinely  screened  for  domestic  violence  in  health  care  facilities  by  health 
care  professionals.  For  it  is  here,  in  the  health  care  system,  that  victims  of  abuse 
encounter  the  most  effective  point  of  entry  into  a  system  of  support.  Hospitals, 
emergency  rooms,  doctors,  nurses  and  social  workers  must  have  required  protocols 
for  the  identification,  assessment,  documentation  and  referral  of  battered  women.  It 
must  be  so,  and  it  must  be  mandated  by  law. 

Second,  we  need  federal  funds. 

Funds  for  a  Public  Service  Campaign  aimed  at  the  perpetrators  and  at  the  com- 
munity to  make  battering  unacceptable  behavior  as  has  been  done  in  the  case  of 
drinking  and  driving. 

Funds  for  research  to  study  the  nature  of  the  problem  which  now  afiects  one  in 
every  four  American  women.  What  is  the  occurrence  pattern?  What  are  the  symp- 
toms? How  can  we  treat,  or  better  yet,  prevent  abusive  behavior  *  *  *  now  and  in 
future  generations? 

Funds  for  innovative  programs  such  as  the  Visiting  Nurse  Program  here  in  Los 
Angeles,  funded  by  Victory  Over  Violence,  bringing  health  education,  immunization, 
basic  care  and  preventive  care  to  many  of  the  battered  women's  shelters  throughout 
the  community. 

Funds  for  the  special  training  of  all  health  care  practitioners.  They  must  be  pro- 
vided not  only  with  the  skills  needed  to  identify  victims  of  domestic  violence,  but 
also  with  ability  to  institute  a  treatment  plan  aimed  at  prevention. 

Abused  women  have  a  higher  rate  of  miscarriage,  still  births,  premature  labor, 
and  low  birth  weight  babies.  Many  of  their  fetuses  sustain  intra-uterine  fractures. 
Most  abuse  victims  will  never  call  911  or  ask  for  police  protection  *  *  *  because 
they  are  too  frightened.  Most  will  never  seek  the  safety  of  a  shelter  or  consult  with 
a  battering  hotline  *  *  *  because  they  don't  believe  it  will  help.  If  we  don't  educate 
the  public  and  deal  with  this  crisis  now,  the  epidemic  of  domestic  violence  wall  not 
remain  at  its  current  unimaginable  rate.  It  will  actually  escalate  because  of  the  cy- 
clical effect  it  is  having  on  the  young.  The  rage  in  their  homes  will  continue  spilling 
out  into  our  streets.  Now,  more  than  ever,  government  must  lead.  If  we  are  to  be 
a  kinder  and  gentler  society,  we  must  no  longer  tolerate  that  which  is  intolerable. 
We  must  individually  and  collectively  apply  ourselves  to  put  an  end  to  domestic  vio- 
lence. It  is  not  possible  to  buy  peace  of  mind,  but  it  is  possible  to  fund  programs 
which  will  eventually  lead  to  a  more  peaceful  America. 

SUMMARY  STATEMENT  OF  ROD  STEIGER 

Senator  SPECTER.  We  are  very  privileged  today  to  have  a  very 
distinguished  actor,  Mr.  Rod  Steiger,  who  has  brought  the  intensity 
with  which  he  approaches  his  roles  to  the  campaign  to  eliminate 
the  stigma  of  mental  illness  and  the  problems  of  depression.  He 
previously  testified  before  a  Senate  panel  in  1993,  in  support  of  the 
National  Institutes  of  Health,  and  continues  to  work  for  the  Na- 
tional Institute  of  Mental  Health  to  help  educate  people  about  de- 
pression. 

In  the  few  moments,  when  we  met  before  this  hearing,  Mr, 
Steiger  talked  about  the  impact  of  depression  and  especially  about 
the  impact  of  depression  upon  children.  I  am  pleased  to  note  that 
when  we  considered  the  Kassebaum-Kennedy  bill,  an  amendment 
was  proposed  by  Senator  Domenici,  which  Senator  Boxer  and  I  co- 
sponsored,  which  received  65  votes,  to  add  mental  health  as  part 
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of  the  insurance  program.  It  has  been  widely  challenged  as  being 
too  expensive.  And  it  is  now  a  matter  in  our  conference  committee. 
This  is  an  issue  which  is  of  overwhelming  importance  in  this  coun- 
try, and  we  are  privileged  to  have  Mr.  Steiger  as  an  advocate. 

He  has  appeared  in  more  than  60  films,  including  "On  the  Wa- 
terfront," and  won  an  Academy  Award  for  his  performance  in  "In 
the  Heat  of  the  Night." 

Welcome,  Mr.  Steiger.  We  look  forward  to  your  testimony, 

Mr.  Steiger.  Well,  thank  you,  Mr.  Chairman,  Senator  Boxer.  I 
am  very  pleased  to  be  here,  and  flattered,  I  guess.  Coming  from 
Newark,  I  am  flattered  to  be  anywhere.  [Laughter.] 

My  business  depends  on  human  behavior  really,  or  my  art  or  my 
craft,  whatever  you  want  to  call  it.  So  I  would  like  to  present  how 
it  feels,  and  I  think  that  will  be  a  reminder  enough,  rather  than 
the  intellectual  thing  or  statistics  or  anything.  So  I  will  read  you 
this.  It  applies  to  any  sex,  any  color,  any  race,  any  religion.  I  do 
not  know  a  disease  that  is  prejudiced.  It  takes  everybody  if  it  gets 
a  chance,  no  matter  what  it  is. 

I  wrote  this  in  the  depths  of  my  depression,  and  I  would  like  to 
present  this  to  you.  [Reading:] 

"I  want  to  die.  I  do  not  want  to  move.  I  have  no  feeling  for  move- 
ment. I  want  to  be  left  alone  to  disappear,  not  to  be  bothered  with 
washing,  shaving,  talking,  walking,  going  to  the  bathroom,  just  to 
get  out  of  this  tunnel,  the  heavy  darkness,  cold  and  oily,  constantly 
pressing  against  my  brain,  and  I  begin  to  feel  the  way  that  this 
scum,  grease,  tallow  pushes  against  your  sides,  crushing  you — ^you, 
dead-eyed,  gray-faced,  unshaven,  dirty  of  body,  empty  of  mind. 

"Acting.  What  is  so  important  about  acting?  The  paralyzing  fear 
of  not  remembering  lines,  projections,  images,  visions  of  failure, 
and  then,  above  all,  they  are  there  watching  you.  I  can  feel  them 
on  my  body.  I  can  feel  their  eyes  on  my  body.  I  can  feel  their  eyes 
on  my  skin.  And  it  is  time  to  act.  And  the  crew  is  watching,  30  of 
them.  The  director  is  watching.  My  partner  in  the  scene  is  watch- 
ing. And  a  rack  in  the  comer  of  the  studio  is  watching.  And  I — 
I  will  not  be  able  to  do  it.  I  will  not  be  able  to  remember. 

"They  are  going  to  discover  I  am  inadequate.  I  am  unable.  I  must 
not  scream.  I  must  not  scream  in  front  of  them.  I  must  stay.  I  must 
not  listen  to  my  mind.  I  must  not  run  off  the  set.  I  must  not  run. 
I  must  not  run.  I  know  I  will  break  down  and  they  will  find  out 
that  I  am  weak.  And  they  will  find  out  that  I  am  in  pain. 

"Oh,  God.  What  God?  I  will  break  down.  I  will  look  Hke  a  fool, 
an  idiot.  And  then  they  will  find  out  I  cannot  act.  I  cannot  act  at 
all.  End  of  vision. 

"Oh,  wait  a  minute.  There  is  a  way  out.  Oh,  my  mind  is  telling 
me  there  is  a  way  out.  You  get  a  gun,  a  nice,  cool  gun.  And  then — 
wait — wait  a  minute.  You  must  not  leave  a  mess.  I  am  worried.  I 
am  worried  about  the  mess  I  will  leave  behind,  the  head  half  gone, 
the  blood  on  the  walls,  the  carpet,  the  flowers,  and  over  the  cat. 
I  do  not  want  to  leave  my  loved  ones  to  walk  in  on  that. 

"There  is  a  way.  There  is  a  way.  I  live  by  the  beach,  and  they 
are  always  waiting,  the  moving,  relentless  ocean.  I  will  get  a  small 
rowboat  when  my  wife  is  in  town  doing  business.  My  daughter,  she 
is  in  Europe,  so  she  will  not  know  until  later.  I  will  row  out  on  the 
ocean.  I  will  lower  myself  over  the  side  of  the  boat,  and  I  will  keep 
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my  head  and  shoulders  above  water,  holding  with  my  left  hand  the 
gun  and  my  right  hand  on  the  boat,  point  it  towards  God's  sky,  and 
then  I  lower  the  gun,  taken  the  barrel  in  my  mouth,  and  then  pull 
the  trigger. 

"Then  I  rest.  I  rest.  The  boat  floats  away.  My  body  floats  away 
from  it.  And  there  is  no  mess.  No  mess.  Fish  food. 

"It  is  strange,  I  am  more  worried  about  the  mess  than  my  life. 
Oh,  but  there  is  a  way.  There  is  a  way.  And  my  wife,  my  wife, 
Paula,  oh,  my  poor  wife,  Paula,  who,  through  8  years  of  my  twist- 
ing, freezing,  heroically  kept  her  head  above  the  waters  of  insanity, 
treating  me  like  a  crippled  child,  never  criticizing  me,  never,  never, 
never  criticizing,  never,  in  frustration,  raised  her  voice  or  shouted 
or  screamed  with  the  fury  that  comes  with  the  fear  of  the  un- 
known, never  has  she  tearfully  begged  or  demanded  her  release  or 
relief,  saying:  How  can  you  sit  there  like  that?  What  is  wrong  with 
you?  What  kind  of  a  man  are  you?  How  could  you  let  yourself  look 
like  that?  Never. 

"Always,  with  the  never-ending  stretching  of  patience,  kindness, 
motherhood  and  maternity,  she  more  than  gently  took  care  of  me. 
Never  reminded  me  of  my  illness,  my  disease,  my  chemical  imbal- 
ance. Is  not  that  the  phrase  that  the  doctors  use? 

"My  wife,  that  love,  that  patience,  that  preserving  shield,  kept 
me  from  suicide  more  than  once.  And  I  sit  in  the  squalor  of  myself, 
the  squalor  of  myself.  Movement  is  my  enemy.  I  sit  staring  at  the 
sea,  the  sun.  I  sit  numb,  drowning  in  self-pity. 

"Maybe  I  will  die.  Oh,  what  if  I  die?  Oh,  please,  let  me  not  linger. 
Let  it  not  be  a  long  stretch  of  dying.  Let  me  not  linger.  Let  me  in 
the  depths  of  my  depressive  sleep,  never-ending,  let  me  in  that 
darkness  depart.  Let  me  die,  simply  die,  not  wake  up.  Now  that  is 
exciting.  That  is  a  goal.  That  would  be  an  accomplishment. 

"Once  again,  I  feel  the  cold  sheets  of  fear  moving  about  my  body. 
And  if  I  do  not  move,  if  I  do  not  breath,  maybe  they  will  absorb 
me  and  bind  me  in  a  never-ending  sleep.  Sleep.  And  then  I  rest. 
I  rest." 

Now,  a  lot  of  people  say,  What  a  nice  performance.  It  is  not  a 
performance.  I  try  to  communicate  on  the  instinctive  level,  which 
I  consider  more  important  than  anything,  and  to  arouse  the  public, 
through  the  maudlin  curiosity,  about  what  my  pain  was  like.  Be- 
cause I  believe  you  cannot  get  a  child's  attention  as  a  teacher  until 
you  get  his  curiosity  going. 

Now,  speaking  of  children — I  am  sorry  to  take  so  long — children 
are  our  future.  I  have  read  nothing  much  in  the  depressive  field 
about  what  it  does  to  children.  I  keep  hearing  the  mama's,  myself, 
and  the  papa's  talked  about,  but  the  children  are  our  future.  They 
will  be  a  senator  maybe  someday.  And  the  future,  to  me,  is  the 
most  important  thing.  And  women,  in  relation  to  this,  who,  in  my 
opinion,  for  the  first  2  years  or  maybe  a  little  more,  are  the  founda- 
tion or  the  formation  of  that  child,  in  my  opinion,  afflicted  with  this 
kind  of  a  thing,  are,  therefore,  robbed  of  the  pleasure  of  raising, 
loving,  keeping,  watching,  and  playing  with  those  little  people, 
which  I  believe  are  our  future. 

Thank  you. 

Senator  Specter.  Well,  thank  you,  Mr.  Steiger,  for  an  historic  bit 
of  testimony  before  a  Senate  subcommittee.  Senator  Boxer  and  I 
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have  heard  a  great  many  witnesses  testify  before  congressional 
committees,  but  none  like  yours. 

I  take  it  that  your  testimony  is  straight  from  the  heart,  and  you 
were  speaking  about  a  personal  experience  and  about  personal  feel- 
ings. You  are  an  extraordinary  actor,  but  that  seemed  to  go  beyond 
acting. 

My  colleague  has  some  other  very  pressing  commitments,  so  I  am 
going  to  yield  to  her  first  for  her  questions.  I  really  hate  to  do  that, 
since  you  are  here,  but  I  will. 

Senator  Boxer,  the  floor  is  yours. 

Senator  BoxER.  That  is  very  nice  of  you. 

I  am  sort  of  numb  after  that.  Well,  Mr.  Steiger,  you  let  us  into 
the  real  world  of  depression  there.  As  I  understand  it,  you  said  you 
wrote  that  yourself  when  you  were  in  the  depths.  Is  that  what  you 
told  us  at  the  beginning,  you  wrote  that  yourself? 

Mr.  Steiger.  Well,  this,  yes,  I  wrote  when  I  was  in  the  middle 
of  it.  I  have  always  been  a  frustrated,  would-be  poet.  This  is  not 
a  poem,  it  is  blank  verse  really,  if  you  want  to  get  into  it.  But,  yes; 
I  wrote  it  to  get  it  out.  It  was  a  means  of  ventilation  for  me.  And 
then,  when  I  decided,  at  68  or  69  years  of  age,  I  should  say  some- 
thing, much  to  the  chagrin  of  my  business  manager  and  my  agent, 
because  they  said,  "They  will  never  hire  you;  they  are  going  to 
think  it  is  insanity;  they  do  not  understand." 

I  read  this  at  the  Senate  for  the  first  time,  in  Washington,  be- 
cause I  know  the  public  a  little  bit,  because  I  have  to  know  human 
behavior,  and  I  know,  in  my  mind,  numbers  mean  nothing.  But  if 
you  get  them  upset,  then  they  begin  to  pay  attention.  And  that  is 
why  I  read  this.  And  I  never  know  what  is  going  to  happen,  be- 
cause I  do  not  want  to  act  it.  This  happened  to  me. 

Senator  Boxer.  Well,  you  did  catch  our  attention,  needless  to 
say.  And  you  did  a  service  to  all  of  us,  really,  by  being  so  open  and 
honest.  Because  so  many  people  are  so  closed,  and  it  is  an  extraor- 
dinary contribution.  And  when  a  lot  of  people  say  to  me.  Well,  you 
know,  you  have  those  actors  there  and  they  come  forward  and  they 
act;  why  do  they  do  this?  And  I  say.  Because  they  are  people  and 
their  celebrity  is  so  important  to  us.  Because,  to  be  very  honest 
with  you,  if  I  were  to  try  and  do  what  you  did  just  now,  I  could 
not  do  it.  I  could  not  capture  it.  So  you  help  us  do  that  with  your 
personal  experience  and  your  craft. 

And  I  really  do  have  a  general  comment,  that  if  anyone  ever  says 
to  anyone  who  happens  to  be  in  the  business  of  entertainment,  act- 
ing, directing,  that  that  means  you  give  up  your  right  to  participate 
in  the  debate,  I  just  think  you  look  them  in  the  eye  and  you  say, 
I  am  proud  to  do  whatever  I  can  to  make  this  country  better.  I 
think  that  is  very  important. 

Let  me  just  say  to  you,  Ms.  Principal,  I  had  a  bill,  called  S.  1506, 
that  I  introduced  it  in  September  1993,  which  would  have  stated 
that  all  the  medical  schools  have  to  train  their  health  care  profes- 
sionals in  domestic  violence.  The  bill  was  not  acted  on.  Ron  Wyden, 
who  was  just  elected  from  Oregon,  had  the  companion  measure  in 
the  House.  And  so,  with  the  help  of  the  chairman  here,  I  think 
maybe  we  can  move  that.  Because,  clearly,  it  does  not  do  us  much 
good  if  we  go  to  an  emergency  room  and  no  one  asks  a  question, 
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Mr.  Chairman,  because  they  are  afraid  to  get  into  it,  and  they  real- 
ly could  prevent  tragedy. 

So  thank  you  for  putting  that  before  us.  I  think  your  idea  of  a 
basic  public  service  announcement-type  of  campaign,  where  I  am 
sure  we  could  get  a  lot  of  people  to  do  this  at  minimal  cost,  to  bring 
the  violence  against  women  and  children  to  the  fore,  is  an  excellent 
idea.  And  it  just  really  takes  the  will.  Because  it  is  not  a  question 
of  money.  A  lot  of  these  things  do  not  take  that  much  money.  Some 
do.  Some  take  hard,  cold  dollars. 

I  know  you,  yourself,  would  narrate  one  of  those.  I  know  Rod 
Steiger  would  do  that  as  a  public  service.  So  we  could  get  some- 
thing very  special  to  get  the  attention  of  people  on  the  issue  of  vio- 
lence, on  the  issue  of  depression,  on  the  issue  of  educating.  And  you 
point  out  the  prevention — we  do  not  do  enough. 

I  would  say,  Mr.  Chairman,  that  in  the  beginning  of  the  AIDS 
epidemic,  I  went  to  London  to  see  what  they  were  doing  with  their 
media  people  to  prevent  AIDS.  And  it  was  unbelievable.  All  the  TV 
stations  gave  over  a  whole  evening  of  time  to  this  issue  of  AIDS 
prevention.  And  it  was  pretty  direct  and  straightforward,  and  it 
was  challenging.  But  everybody  did  it,  and  the  people  learned  how 
to  prevent  AIDS. 

So  a  lot  of  times  we  need  to  overcome  our  reticence,  be  it  about 
any  of  these  issues  that  we  have  tended  to  hide  away.  And  even 
though  it  is  unpleasant  and  we  feel  uncomfortable  and  all  the  rest, 
it  is  a  matter  of  life  or  death,  and  it  is  a  matter  of  quality  of  life. 

So,  Mr.  Chairman,  I  do  not  have  any  questions,  again.  I  am  just 
very  grateful  to  you  for  coming  here.  I  cannot  stay  until  11:30  a.m., 
so  for  the  next  few  minutes,  I  want  to  stay  and  listen  to  you  and 
the  panel.  And  I  think  all  of  our  panelists  were  sensational. 

Mr.  Steiger,  did  you  have  something  you  wanted  to  say? 

Mr.  Steiger.  Well,  I  just  wanted  to  point  out  that  I  did  this  on 
CNN  in  a  close  shot,  and  I  said,  "Do  not  cut  away,"  which  they  al- 
most went  insane,  and  they  did  not.  The  only  reason  I  bring  this 
up  is  because  an  informed  public  moves.  There  was  100  phone  calls 
an  hour,  people  coming  out  of  the  closet  of  depression.  And  that  is 
another  reason  I  am  here. 

Senator  BoxER.  Good. 

Mr.  Steiger.  And  that  is  important.  Knowledge  is  the  basis  of 
all  prejudice  and  all  failure,  in  my  opinion.  And  people  are  becom- 
ing more  aware  now,  I  hope. 

Senator  Boxer.  Yes;  and  you  have  given  us  knowledge.  And  we 
thank  all  of  you. 

And,  Mr.  Chairman,  again,  I  thank  you  so  much,  and  look  for- 
ward to  following  up  with  you,  in  the  U.S.  Senate,  on  all  of  these 
issues. 

Senator  Specter.  Well,  thank  you  very  much,  Senator  Boxer,  for 
your  leadership  on  this  hearing  today,  your  leadership  in  the  Sen- 
ate generally.  I  know  you  had  commitments,  and  I  wanted  to  be 
sure  you  had  a  chance  for  the  last  round.  We  have  a  little  extra 
time,  and  we  may  take  it  here.  I  know  you  will  feel  free  to  depart 
when  your  schedule  requires  it. 

Mr.  Steiger,  just  a  little  bit  about  when  you  wrote  that.  When 
was  it  that  you  wrote  that? 
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Mr.  Steiger.  Well,  I  had  8  years  of  depression.  I  wrote  that  I 
guess  about  somewhere  between  the  fourth  and  the  fifth  year. 

Senator  Specter.  When,  if  I  may  ask,  was  the  period  of  your  de- 
pression? 

Mr.  Steiger.  Oh,  Lord,  depressed  people  cannot  keep  calendars, 
but  it  was  about  1980  to  1990  would  be  about  it.  You  know,  it  is 
almost  a  decade. 

Senator  Specter.  That  was  very  impressive  and  overpowering 
testimony.  Could  you  tell  us  a  little  about  the  circumstances  that 
you  were  in  precisely  when  you  were  motivated  to  write  that? 

Mr.  Steiger.  It  was  a  matter  of  agony.  I  had  no  idea  that  this 
was  going  to  be  read  ever. 

Senator  Specter.  If  I  may  be  so  personal  as  to  ask — and  I  do  not 
have  to  tell  you  that  you  have  the  right  to  remain  silent  and  you 
do  not  have  to  answer  any  of  our  questions  if  you  do  not  want 
to 

Mr.  Steiger.  What  is  that? 

Senator  Specter.  That  is  the  Miranda  warning,  Mr.  Steiger. 
[Laughter.] 

It  is  not  entirely  applicable,  but  I  just  want  you  to  know  I  am 
interested.  I  think  it  would  be  of  importance  to  the  committee  to 
ask  you  some  of  the  questions  surrounding  your  writing  that. 

Mr.  Steiger.  Yes. 

Senator  Specter.  I  want  you  to  feel  free,  if  it  is  too  personal,  not 
to  answer.  I  just  want  you  to  feel  free. 

Mr.  Steiger.  I  do  not  think  anything  should  be  personal  where 
pain  is  concerned,  if  it  contributes  to  the  possible  absence  of  it  later 
on. 

Senator  Specter.  OK,  then  I  may  ask  you  even  more  probing 
questions,  Mr.  Steiger.  Were  you  considering  suicide  at  the  time 
you  wrote  that? 

Mr.  Steiger.  I  was  about  to  get  rid  of  myself  That  way  was  the 
final  solution.  Because  I  guess  we  are  just  socially  conditioned,  I 
just  did  not  want  to  leave  a  mess,  and  that  was  the  cleanest  way. 
But  my  wife  stopped  me  three  times.  This  was  a  girl  who  is  35 
now.  She  was  about  22.  I  do  not  know  how  she  did  it.  And  as  I 
said  in  this,  she  never  once  criticized  out  of  fury,  impatience,  or 
anything. 

Senator  Specter.  How  close  were  you  to  carrying  out  the  thing 
that  you  testified  about? 

Mr.  Steiger.  Well,  there  was  like  a  shotgun  in  the  house.  I  start- 
ed thinking  about  that,  and  I  went  to  check  to  see  where  we  put 
it.  Of  course,  the  loving  part  of  women  and  the  maternal  part,  she 
listened  to  every  move  I  made,  like  I  was  a  newborn  child.  She  was 
downstairs  like  a  shot.  She  said,  "What  are  you  doing  with  that?" 
I  said,  "I  do  not  know."  And  then  I  took  the  easy  way  out,  I  said, 
"I  guess  we  should  get  it  out  of  the  house."  You  know,  I  was  caught 
like  a  kid.  And  we  did  it. 

Senator  Specter.  And  the  first  time  you  testified  about  those 
feelings,  as  you  have  wrote  them  down,  was  before  the  Senate  in 
1993? 

Mr.  Steiger.  Yes;  Senator  Kennedy,  Senator  Hatch,  Senator 
Thurmond,  Senator  Simon. 
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Senator  Specter.  Well,  that  is  the  committee  on  health  and 
human  resources.  That  is  very,  very  compelling.  When  you  raise 
the  question  about  depression  with  children,  that  is  a  subject  we 
ought  to  take  a  look  at,  to  see  what  the  National  Institutes  of 
Health  does  on  that  specifically. 

Mr.  Steiger,  I  have  noted  your  acting  career.  It  is  a  long  list.  And 
I  wanted  to  confirm,  before  I  ask  you  about  your  part  in  "Okla- 
homa," that  you  were  there.  I  would  not  want  to  ask  you  that  ques- 
tion and  be  wrong  about  your  performance.  I  saw  "Oklahoma"  a 
long  time  ago.  I  have  a  special  interest  in 

A  Voice  From  Audience.  Excuse  me.  I  apologize  for  being  rude, 
I  really  do.  But  what  does  this  have  to  do  with  women's  health? 
You  know,  you  have  almost  made  a  mockery  out  of  the  diseases 
that  we  suffer  from  by  going  through  this.  I  am  sorry.  I  do  not 
mean  to  be  rude,  but  ask  about  our  health. 

Senator  SPECTER.  Well,  we  have  asked  about  your  health,  we  will 
listen  to  your  comments,  and  we  are  spending  a  lot  of  time.  But 
there  are  some  personal  items  that  we  do  not  have  to  apologize  for, 
some  reminiscences  aside  from  the  strict  subject  matter,  that  we 
are  going  to  engage  in,  we  have  heard  you  out,  and  now  hear  us 
out. 

Mr.  Steiger,  I  just  wanted  to  compliment  you,  if  I  may  be  per- 
mitted that  time  for  that  great  performance  in  "Oklahoma."  I  was 
about  to  comment  about  my  special  interest  in  that  stage  show  and 
that  movie  because  I  am  from  Kansas  and  went  to  the  University 
of  Oklahoma.  It  was  an  especially  moving  performance,  as  many  of 
those  have  been,  but  I  just  singled  that  one  out.  You  were  the  man 
we  loved  to  hate  in  those  days,  and  now  you  are  the  man  we  love 
to  love. 

So  thank  you. 

Mr.  Steiger.  Watch  that. 

Senator  Specter.  No;  I  do  not  feel  too  badly  about  saying  that. 
I  have  enough  confidence.  I  might  call  my  wife  as  the  next  witness, 
but  you  are  the  man  we  love  to  love,  and  that  was  an  extraordinary 
bit  of  testimony,  to  focus  public  attention  on  that.  And  I  am  going 
to  see  if  I  can  get  an  unexpurgated  copy  of  your  testimony  here  for 
my  videocassette.  So,  we  thank  you. 

Mr.  Steiger.  Well,  I  feel  that  my  testimony  does  not  stand  alone 
with  all  the  other  people  present.  They  can  bring  in  the  informa- 
tion, and  the  people  with  the  medical  knowledge  can  bring  in  the 
information.  My  job  is  to  get  the  attention  of  the  public  on  this  par- 
ticular subject.  That  is  why  I  work  with  Dr.  Goodwin,  who  is  with 
the  National  Health  Institute.  I  get  them  upset,  and  then  he  would 
sneak  in  facts  and  things  that  might  help  them,  or  places  to  go. 

So  I  am  an  attention-getter.  That  is  what  I  am  doing. 

Senator  Specter.  You  sure  are.  You  sure  are,  even  from  Newark. 

Senator  Boxer.  Mr.  Chairman,  if  I  might  just  say  to  the  individ- 
ual who  arose  here,  mental  depression  is  not  confined  to  men  or 
women.  It  visits  both.  It  is  a  very  serious  situation.  And,  as  I  indi- 
cated and  as  the  chairman  has,  when  these  diseases  strike — and 
we  have  gone  through  the  litany  of  a  number  of  them  today — it  is 
not  only  the  individual,  it  is  the  family,  it  is  the  children.  Everyone 
is  impacted.  And,  again,  I  did  not  want  to  not  respond,  because  I 
do  need  to  leave.  I  just  want  to  thank  you. 
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I  think  what  we  have  learned  here  today  is  going  to  translate 
into  action,  from  increased  funding  for  many  of  the  diseases  that 
we  discussed  to  common  sense  ways  to  prevent  disease,  to  alert  the 
public  to  them,  to  bring  to  the  fore  a  disease  that  most  Americans 
never  heard  about,  where  we  have,  I  think,  been  lax,  where  80  per- 
cent of  the  people  who  get  the  disease  happen  to  be  women,  and 
that  is  scleroderma.  So  I  am  ever  so  grateful  to  you. 

And,  as  I  said  before  and  I  will  reiterate  this,  any  time  that  we 
can  work  together  to  follow  up  on  any  of  these  things,  I  know  that 
we  will.  And  any  time  that  you  want  to  come  back  to  California  to 
further  look  at  the  issues  raised  here  today,  we  welcome  you  back. 

And  to  all  of  our  panelists  and  the  people  who  sat  and  listened, 
thank  you  very  much.  I  feel  very  optimistic  that  we  can  take  action 
on  a  number  of  these  things. 

So  thank  you  again.  And  I  will  bid  my  farewell  to  you,  and  I  will 
see  you  back  in  Washington. 

Senator  Specter.  Thank  you  very  much,  Senator  Boxer,  for  your 
participation,  your  support,  youi  leadership,  and  your  effectiveness. 

Ms.  Principal,  I  would  like  to  ask  you  a  question  or  two  relating 
to  how  we  can  bring  more  public  attention  to  violence  against 
women  and  encourage  more  women  to  come  forward.  There  has 
been  very  substantial  notoriety  to  the  subject  in  recent  years  for  a 
variety  of  events.  I  recall  one  of  my  first  cases  as  an  assistant  dis- 
trict attorney  many  years  ago,  when  in  Philadelphia  we  had  pre- 
liminary hearings  within  24  hours  after  the  alleged  offense. 

And  at  an  inner-city  magistrate's  court,  a  woman  came  in  heavily 
bandaged,  had  sustained  a  cut  from  about  the  midpoint  of  her  tem- 
ple, down  her  face,  down  her  neck,  through  the  torso  of  her  body, 
about  halfway  to  her  chest  on  her  body,  and  she  had  been  cut  the 
night  before  by  her  common  law  husband.  And  that  was  my  first 
experience  of  extraordinary  domestic  violence.  And  she  did  not 
want  to  testify.  And  it  was  quite  a  problem  to  persuade  her  that 
she  did  not  have  the  option,  because  it  was  not  her  case  against 
the  individual  man,  but  it  was  the  Commonwealth  of  Pennsylvania. 
When  you  commit  a  criminal  offense,  and  violence  against  women, 
assault  and  battery,  aggravated  assault  and  battery,  assault  with 
intent  to  kill,  is  an  offense  against  the  State. 

She  did  testify  very  reluctantly,  and  so  many  of  those  cases  are 
not  pursued  in  court,  because  the  women  are  unwilling  to  jeopard- 
ize their  domestic  situation.  And  I  would  like  your  view  as  to  how 
we  can  persuade  more  women  to  come  forward  and  to  testify. 

Ms.  Principal.  Well,  I  would  be  happy  to  share  that  with  you. 
Thank  you,  Mr.  Chairman. 

In  fact,  it  is  exactly  what  I  was  talking  about,  breaking  the  cycle 
of  abuse.  If  you  have  a  young  girl  who  grows  up  in  a  family  where 
she  sees  her  father  strike  her  mother,  and  it  is  acceptable  behavior, 
then  she  is  going  to  accept  those  hits  when  she  becomes  a  woman. 
And  of  course  she  is  not  going  to  testify  against  her  husband,  be- 
cause it  is  between  them.  She  has  grown  up  believing  that  it  is  ac- 
ceptable behavior. 

The  same  thing  with  her  brother.  When  he  grows  up  seeing  his 
father  strike  his  mother  during  a  disagreement,  whether  it  is  real 
or  a  fictionalized  disagreement,  then  he  is  going  to  grow  up  believ- 
ing that  when  he  disagrees  with  his  mate,  it  is  all  right  to  strike 
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her,  whether  he  be  married  to  her  or  not,  whether  it  be  a  marital 
relationship  or  simply  a  relationship. 

The  best  way  to  prevent  this  is  education.  And  the  best  way  to 
provide  that  education  is  through  funds.  And  one  of  the  ways  we 
can  do  that  is  obviously  through  the  PSA's,  which  I  have  discussed, 
and  which  we  are  doing  here  in  Los  Angeles,  by  the  way.  Victory 
Over  Violence  will  be  doing  those.  But  we  need  a  larger-scale  cam- 
paign. We  need  these  PSA's  in  every  city  in  every  State  of  America. 
And  we  need  the  funds  to  do  that. 

Right  now,  as  you  know,  we  have  Federal  funds,  but  we  need 
funds  also  under  the  health  issue,  because  domestic  violence  is  a 
health  issue.  When  a  woman  is  struck  and  she  has  to  go  to  the 
emergency  room,  we  have  a  health  issue.  When  she  goes  for  help 
and  she  does  not  reveal  why  she  is  in  pain  or  why  she  is  injured, 
we  need  doctors  and  nurses  who  will  recognize  the  injuries  and 
know  the  proper  questions  to  ask. 

Senator  SPECTER.  Thank  you  very  much,  Ms.  Principal,  for  your 
testimony. 

Dr.  Brewer,  the  testimony  you  have  given  is  obviously  very  im- 
portant. When  you  testified  that  women  were  twice  as  likely  to  be 
afflicted  with  HIV/AIDS,  when  they  engage  in  vaginal  intercourse 
than  men,  I  wondered  why.  Why  is  that  the  statistical  result? 

Dr.  Brewer.  Well,  there  are  many  theories  about  it.  Basically, 
that  if  transmission  is  occurring  through  vaginal  sex  through  the 
mucous  membranes,  the  vagina  has  a  much  larger  area  of  mucous 
membrane  than,  say,  for  a  man,  where  it  would  need  to  go  through 
the  urethral  area  of  the  penis.  It  is  just  a  smaller  area.  And  that 
the  semen  stays  within  the  vaginal  cavity  for  a  period  of  time,  so 
there  is  a  lot  of  exposure,  over  a  period  of  time,  to  virus.  Maybe 
there  are  small  mucosal  tears  that  allow  entry  of  the  virus  into  the 
bloodstream.  Those  kinds  of  things  are  theories. 

And,  in  fact,  in  Africa,  it  is  different.  It  is  really  a  heterosexual 
disease  there,  primarily,  for  a  lot  of  different  factors. 

Senator  Specter.  More  so  than  in  the  United  States? 

Dr.  Brewer.  Yes;  currently. 

Senator  Specter.  Why? 

Dr.  Brewer.  Because  of  probably  a  couple  of  things.  One  is  that 
there  is  a  much  higher  incidence  of  ulcerative  diseases,  something 
called  chancroid,  that  occurs  in  this  country,  but  it  has  a  higher  in- 
cidence there,  which  are  ulcers  around  the  vagina  and  labia,  where 
probably  the  virus  can  get  in  through  those  areas.  That  is  one  of 
the  reasons. 

It  is  also  a  little  bit  of  a  different  virus  there.  It  is  something 
called  HIV-2,  whereas  in  the  United  States  it  is  primarily  HIV-1, 
although  we  are  seeing  more  HrV-2. 

Senator  Specter.  And  what  is  the  difference  between  HFV-l  and 
HIV-2? 

Dr.  Brewer.  The  differences  in  the  disease — there  really  are  not 
any — but  they  are  different  viruses.  We  can  actually  test.  It  is  a  lit- 
tle bit  different  in  the  virus  makeup.  It  is  probably  more  technical 
than  you  would  want  to  talk  about,  the  actual  makeup  of  the  virus. 
But  in  terms  of  the  disease  manifestations,  it  is  still  AIDS.  It  is  ba- 
sically the  same  disease.  But  there  might  be  some  differences  in 
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that.  Things  we  call  cofactors.  There  are  different  cofactors  in  other 
countries. 

But,  like  I  said,  for  the  worldwide  statistics  like  this,  we  are 
looking  at  this  kind  of  disease  in  this  country  also  in  terms  of  het- 
erosexual transmission.  It  is  really  overtaking  drug  use.  And  so  we 
need  to  think  about  that,  because  it  has  been  a  little  bit  of  a  dif- 
ferent epidemic  here  for  many  years. 

Senator  Specter.  Well,  thank  you  very  much  for  that  testimony. 

I  want  to  thank  Mr.  Steiger  and  Ms.  Principal  and  Dr.  Brewer 
for  coming,  all  of  our  panelists.  I  want  to  especially  thank  my  staff, 
Bettilou  Taylor  and  Margaret  Camp,  for  putting  together  an  ex- 
traordinary hearing. 

The  issue  of  raising  public  awareness  and  having  public  support 
for  funding  for  medical  problems  is  a  very  complicated  one.  If  you 
have  the  misfortune  to  turn  on  C-SPAN  II  from  time  to  time  and 
hear  the  Senators  droning  on  or  C-SPAN  I,  and  see  the  House  of 
Representatives  droning  on  some  medical  problems  not  attract  a 
whole  lot  of  attention. 

Mr.  Steiger  put  his  finger  squarely  on  the  point  when  he  talks 
about  dramatization  and  catching  people's  attention.  We  have  seen 
that  from  time  to  time,  when  people  of  noted  status — celebrity  is 
the  accurate  word — when  people  see  folks  that  they  have  come  to 
know  talk  about  an  issue,  it  carries  more  interest  than  if  they  are 
being  talked  about  by  someone  who  does  not  know  and  there  is  not 
quite  the  dramatization,  which  Mr.  Steiger  gave  us,  but  it  is  impor- 
tant. 

You  talk  about  a  television  program,  which  is  going  to  talk  about 
scleroderma,  that  is  going  to  attract  a  lot  more  attention  on  the 
networks  than  a  speech  on  scleroderma,  even  if  it  is  Senator  Boxer 
speaking  eloquently  on  the  Senate  floor  on  C-SPAN  II.  Sometimes 
people  wonder  why  Christopher  Reeve  came  to  Washington  to  talk 
about  spinal  cord  disorder,  when  he  came  into  a  Senate  room — it 
was  not  even  a  hearing  room,  it  was  a  luncheon — and  there  were 
nine  television  cameras  there.  You  can  bring  nine  Senators  and  you 
will  not  get  that  kind  of  focus. 

But  when  public  attention  is  focused,  it  builds  public  support, 
and  we  need  a  lot  of  public  support  for  the  National  Institutes  of 
Health.  I  think  this  is  a  very  unique  and  important  hearing. 

I  did  one  in  Philadelphia  and  it  did  not  get  a  whole  lot  of  atten- 
tion. None  of  the  three  of  you  were  present  for  that  hearing.  And 
we  have  a  very  good  record,  but  not  a  whole  lot  of  public  attention 
or  understanding.  We  thank  you  for  coming  today,  and  we  are 
going  to  go  back  and  take  a  hard  look  at  our  budget.  We  have  a 
tremendous  budget,  $1.6  trillion,  but  there  are  a  lot  of  places  where 
it  has  to  be  directed.  It  is  a  matter  of  balancing  the  budget  with 
a  scalpel  and  not  a  meat  axe,  and  establishing  priorities.  We  have 
heard  some  very  impressive  testimony  here  today,  which  will  en- 
able us  to  establish  those  priorities. 

Thank  you  for  coming,  and  thank  you  for  "Oklahoma,"  Mr. 
Steiger. 

Mr.  Steiger.  May  I  say  something? 

Senator  Specter.  Sure. 

Mr.  Steiger.  I  think  our  greatest  enemy  is  apathy.  Apathy — po- 
litical, medical,  or  whatever  knowledge  you  are  interested  in  to 
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wake  the  people  up  to  become  concerned.  I  need  not  remind  you, 
36  percent  of  the  population  voted  for  the  last  President.  That  is 
terrible.  That  is  apathy. 

Senator  Specter.  Are  you  complaining  about  the  result  or  the 
percentage,  Mr.  Steiger?  [Laughter.] 

Mr.  Steiger.  I  beg  your  pardon? 

Senator  Specter.  Are  you  complaining  about  the  result  or  the 
percentage? 

Mr.  Steiger.  I  do  not  understand. 

Senator  Specter.  I  think  he  got  43  percent. 

Mr.  Steiger.  All  right,  maybe.  I  thought  it  was  36. 

Ms.  Principal.  And  depression  causes  apathy  also. 

Senator  Specter.  President  Bush  got  36,  President  Clinton  got 
43,  and  Ross  Perot  got  19.  You  will  pardon  me  if  I  remember  those 
statistics  so  accurately.  But  apathy  is  overwhelming.  It  is  even 
more  impressive  to  know  what  the  percentage  of  those  eligible  to 
vote  was.  Because  only  a  fraction  of  those  eligible  to  vote,  do  vote. 
And  only  less  than  50  percent  voted  for  the  winner,  as  you  have 
noted.  That  is  a  very  small  percentage  of  those  who  were  eligible 
to  vote. 

So  we  have  a  daunting  task  ahead  of  us,  to  bring  these  matters 
to  the  attention  of  the  American  people  in  the  way  that  they  ought 
to  be  brought.  Thank  you  all  very  much. 

That  concludes  our  hearing. 

Mr.  Steiger.  Thank  you,  sir. 

SUBCOMMITTEE  RECESS 

Senator  Specter.  I  appreciate  very  much  everyone  being  here. 
The  subcommittee  will  stand  in  recess  subject  to  the  call  of  the 
Chair. 

[Whereupon,  at  11:46  a.m.,  Wednesday,  May  29,  the  hearing  was 
concluded,  and  the  subcommittee  was  recessed,  to  reconvene  sub- 
ject to  the  call  of  the  Chair.] 
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room of  the  Doubletree  Hotel,  Pittsburgh,  PA,  Hon.  Arlen  Specter 
(chairman)  presiding. 
Present:  Senator  Specter. 

NONDEPARTMENTAL  WITNESSES 

statement  of  mary  zubrow,  vice  president  of  magee-womens 
hospital  and  cochair  of  the  celebration  of  women 

opening  remarks  of  mary  zubrow 

Ms.  ZuBROW.  I'm  Mary  Zubrow,  vice-president  of  Magee-Womens 
Hospital  and  cochair  of  the  Celebration  of  Women.  I  welcome  you 
here  this  morning.  I  also  bring  you  greetings  from  Irma  Goertzen, 
the  president  and  CEO  of  Magee-Womens  Hospital.  She  is  in  D.C. 
today.  She  sits  on  an  NIH  panel  for  women's  health  research.  And 
although  she  was  able  to  be  here  last  night,  she's  not  here  today. 

Many  of  you  are  veterans  of  the  Celebration  of  Women.  You 
know  that  this  event  is  a  whole  lot  of  fun,  and  we  focus  on  work 
and  family  and  health  issues.  This  year  we  have  had  an  oppor- 
tunity to  turn  to  a  more  serious  purpose  at  the  beginning  of  the 
Celebration  of  Women.  Mr.  Specter  and  his  staff  have  given  us  the 
opportunity  to  witness  live  a  U.S.  Senate  subcommittee  hearing  on 
women's  health.  Over  the  last  year  or  so,  Mr.  Specter  has  been  con- 
ducting these  hearings  throughout  the  country.  And  we'll  have  an 
opportunity  today  to  hear  expert  witnesses  testify  on  important  is- 
sues in  health  to  women. 

There  will  be  an  opportunity  too  at  the  end  of  this  hearing  for 
you  to  ask  questions  and  for  you  to  make  your  comments.  It's  an 
interesting  diversion  from  the  usual  Senate  hearing.  When  the  for- 
mal hearing  is  over,  you  will  have  a  chance  to  speak  too.  I'd  like 
to  express  my  appreciation  to  Senator  Specter,  Bettilou  Taylor, 
Ellen  Murray,  and  the  folks  in  D.C.  who  helped  us  pull  this  off. 
Thank  you.  Here's  Mr.  Specter. 

(169) 
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OPENING  REMARKS  OF  SENATOR  SPECTER 

Senator  SPECTER.  Thank  you  very  much,  Ms.  Zubrow,  for  those 
very  generous  words  of  introduction  and  good  morning,  ladies  and 
gentlemen.  The  Senate  Subcommittee  on  Labor,  Health,  Human 
Services  and  Education  conducts  a  variety  of  hearings,  principally 
in  Washington,  DC,  our  Nation's  Capital,  but  very  frequently 
around  the  country.  Recently  Senator  Boxer  and  I  conducted  a 
hearing  in  Los  Angeles  on  domestic  violence.  These  are  matters 
which  we  do  conduct  hearings  on  around  the  country,  and  I  do  sub- 
stantially in  my  home  State  of  Pennsylvania.  And  I  am  just  de- 
lighted and  honored  to  have  this  hearing  as  a  part  of  Magee-Wom- 
ens  Hospital  seventh  "Annual  A  Celebration  of  Women  Conference" 
and  we  are  very  appreciative  to  Irma  Goertzen,  president  of  Magee- 
Womens,  for  inviting  us  here  to  be  part  of  the  support  program.  I 
also  thank  Mary  Zubrow,  vice-president  for  community  and  govern- 
mental affairs,  for  her  work  and  cooperation  and  for  that  generous 
introduction. 

The  subcommittee  that  I  chair  has  jurisdiction  over  three  major 
departments,  the  Department  of  Education,  the  Department  of 
Labor,  and  the  Department  of  Health  and  Human  Services.  Within 
the  Department  of  Health  and  Human  Services,  there  is  a  budget 
in  excess  of  $30  bilhon.  During  my  tenure  on  the  Senate,  I  have 
had  an  opportunity  to  serve  on  this  subcommittee  continuously, 
and  since  1989  Senator  Tom  Harkin,  Democrat  of  Iowa,  and  I  have 
formed  a  team.  Tom  was  chairman  in  1989  when  the  Democrats 
were  in  control,  £ind  in  1995  I  became  the  chairman.  I  must  confess 
to  you,  I  like  it  better  being  the  chairman  than  the  ranking  mem- 
ber, but  it  is  a  matter  of  team  work.  Senator  Harkin  and  I  took 
the  lead  in  establishing  a  separate  unit  in  the  Department  of  the 
National  Institute  of  Health  for  specialized  research  into  women's 
health  problems,  because  too  often  they  had  been  lumped  with  the 
health  problems  of  men  and  there  were  very,  very  material  dif- 
ferences in  so  many,  many  lives,  heart  problems  being  the  most  il- 
lustrative. 

Over  the  years,  there  has  been  a  growing  awareness  of  the  need 
for  additional  research  in  breast  cancer.  The  increase  in  funding 
there  has  really  been  astronomical.  Just  a  few  years  back  it  was 
in  the  $40  to  $50  million  range,  and  now  we  are  up  in  the  research 
funding  for  breast  cancer  to  $430  billion  for  1997. 

Cancer  prevention  programs,  for  breast  and  cervical  cancer,  are 
in  the  range  of  $140  million.  Osteoporosis  is  now  funded  at  $111 
million,  and  the  NIH  comprehensive  women's  health  study  will  now 
reach  some  160,000  women.  And  there  are  avant-garde  lines  in 
many,  many  directions.  During  the  course  of  the  past  1^2  years,  we 
have  seen  the  imaging  processes  of  the  Central  Intelligence  Agency 
utilized  on  breast  cancer.  When  I  first  heard  about  that,  I  won- 
dered how  and  why,  and  the  proposition  was  very  simple  and  very 
direct.  If  you  can  pierce  through  clouds  on  the  CIA  imaging  tech- 
niques, why  not  use  the  image  techniques  for  breast  cancer. 

In  addition  to  being  chairman  of  the  subcommittee,  I  chair  the 
Intelligence  Committee  and  am  able  to  get  the  CIA  director,  John 
Deutsch,  to  loosen  up  a  little  of  his  funds.  I  cannot  tell  you  how 
much  money  he  has — I  do  not  even  think  he  can  tell  you  how  much 
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money  he  has,  it  is  a  classified  secret,  but  we  have  put  substantial 
money  from  CIA  into  breast  imaging  and  now  we  are  moving  ahead 
with  the  clinical  application.  These  are  fields  which  I  am  particu- 
larly sensitivie  to,  going  back  many,  many  years  to  the  advocacy 
of  my  wife,  Joan  Specter,  who  was  on  the  city  council  in  Philadel- 
phia for  some  16  years  and  was  very,  very  active  on  women's 
health  issues. 

Another  area  that  we  are  working  in  and  I  think  making  some 
real  progress  is  the  issue  of  violence  against  women.  Senator 
Biden,  my  colleague  from  Delaware,  has  been  the  leader  in  that 
field.  It  is  a  subject  that  I  have  worked  in  since  I  was  elected  dis- 
trict attorney  in  Philadelphia  in  1965  when  we  set  up  special  rape 
units  and  special  units  to  handle  the  problem  of  violence  against 
women.  But  here  again,  it  is  only  been  in  the  past  decade  that  that 
has  really  been  a  focus  of  national  attention. 

Joe  Biden  and  I  ride  the  train  together.  He  gets  off  in  Wilming- 
ton and  I  get  off  in  Philadelphia,  and  we  spend  a  lot  of  time  dis- 
cussing how  we  are  going  to  provide  more  funding.  Last  year  in  our 
subcommittee  we  funded  in  excess  of  what  the  administration  had 
added  for  violence  against  women  programs. 

Formalistically  I  would  make  my  comprehensive  statement,  pre- 
pared elegantly  by  Bettilou  Taylor,  part  of  the  record;  I  have  sum- 
marized some  of  the  highlights.  We  are  very  interested  in  carrying 
the  dialog  beyond  today's  hearing.  Magee  is  an  extraordinary  ex- 
ample of  a  great  institution  which  has  been  selected  as  one  of  the 
six  centers  for  excellence  to  bring  all  of  the  issues  for  women's 
health  in  one  locale.  And  Pennsylvania  can  be  very  proud  of  the 
fact  that  nationally  in  the  competition,  three  of  those  sites  were  se- 
lected in  Pennsylvania,  not  quite  as  good  as  Senator  Bjn-d's  done 
when  he  chaired  the  full  Appropriations  Committee  when  he  was 
able  to  pave  half  of  West  Virginia,  but  it  is  a  step  in  the  right  di- 
rection. I  am  only  two  steps  away  from  being  chairman  of  the  full 
committee,  but  Pennsylvania  is  a  lot  bigger  to  pave  obviously. 

PREPARED  STATEMENT 

Bettilou  hands  me  the  disclaimer.  So  that  we  can  have  ample 
time  to  dialog  questions  and  answers,  we  have  asked  our  very  dis- 
tinguished witnesses  to  limit  their  oral  presentation  to  5  minutes 
for  the  full  statements  will  be  made  a  part  of  the  record.  I  can  tell 
you  that  these  records  are  read  not  only  by  subcommittee  mem- 
bers, who  could  not  be  here,  but  also  by  the  full  committee,  and  the 
legislative  community. 

[The  statement  follows:] 

Prepared  Statement  of  Senator  Arlen  Specter 

The  Senate  Subcommittee  on  Labor,  Health  and  Human  Services  and  Education 
Appropriations  will  come  to  order.  This  hearing  is  part  of  a  series  of  hearings  that 
this  Subcommittee  has  been  conducting  throughout  Pennsylvania  and  the  nation  on 
a  wide  array  of  topics  affecting  women's  health.  It  is  an  honor  for  me  today,  to  be 
holding  this  hearing  as  part  of  the  Magee-Womens  Hospital  7th  annual  "A  Celebra- 
tion of  Women"  conference.  I  want  to  thank  Irma  Goertzen,  President  of  Magee- 
Womens  Hospital  for  inviting  me  to  be  a  part  of  this  important  conference.  I  also 
want  to  thank  Mary  Zubrow  for  her  work  and  assistance  on  this  hearing. 

This  morning  the  Subcommittee  will  hear  testimony  from  experts  from  the  Pitts- 
burgh area  on  comprehensive  approaches  to  women's  health,  breast  and  other  can- 
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cers,  heart  disease,  domestic  violence,  substance  abuse  and  mental  health,  and  envi- 
ronmental issues  affecting  women. 

I  am  very  pleased  that  all  of  you  could  join  me  here  today.  I  think  we  can  all 
agree  that  the  best  way  to  treat  women's  health  problems  is  to  prevent  them  from 
occurring,  or  to  catch  them  in  their  earliest  stages  when  they  are  most  treatable. 

Health  problems  that  afflict  women  are  finally  getting  the  attention  they  deserve. 
Now  we  must  ensure  that  adequate  funding  is  provided  to  address  these  problems. 
As  Chairman  of  the  Labor-Health  and  Human  Services  and  Education  Subcommit- 
tee on  Appropriations,  I  am  pleased  to  report  that  breast  cancer  research  funding 
has  increased  from  $229  million  in  1993  to  $430  million  in  1997.  Breast  and  cervical 
cancer  prevention  programs  have  also  increased  to  $140  million,  an  increase  of  $15 
million  over  last  year's  level.  Research  into  the  causes  and  cures  for  osteoporosis  is 
now  funded  at  $111  million,  an  increase  of  $19  million  since  1994.  Exciting  research 
is  also  continuing  as  we  approach  the  fifth  year  of  a  fifteen  year,  NIH  funded  com- 
prehensive women's  health  study,  which  at  its  height  will  involve  over  160,000 
women. 

It  is  also  very  important  that  we  ensure  that  health  care  is  available  to  all 
women,  especially  those  groups  that  have  been  historically  underserved.  We  must 
not  forget  the  importance  of  related  outreach  and  other  wrap  around  services  nec- 
essary to  reach  many  women  in  underserved  or  culturally  diverse  populations,  and 
assure  that  all  women  have  access  to  preventive  services  and  are  encouraged  to 
make  use  of  those  services. 

However,  access  to  prevention  alone  is  not  enough.  Accuracy  in  diagnosis  and 
treatment  counts  in  the  most  important  way  of  all — because  we  count  mistakes  in 
lost  lives. 

I  was  distressed  to  learn  that  the  mammogram,  the  test  most  physicians  rely  on 
to  detect  Breast  Cancer,  is  not  very  accurate.  Current  mammography  misses  can- 
cerous lesions  in  approximately  15  percent  of  cases  and  by  the  same  token  up  to 
40  percent  of  mammograms  suggest  cancer  where  none  exist.  Last  March,  at  the 
University  of  Pennsylvania,  I  had  the  opportunity  to  see  first  hand  a  revolutionary 
new  technology  which  builds  upon  toda3^s  mammography.  This  project  combines 
technology  gleaned  from  the  investment  this  nation  has  made  in  defense,  space  and 
in  the  intelligence  agencies  with  mammogram  and  MRI  technology.  I  was  so  im- 
pressed with  this  demonstration,  that  I  included  $2  million  in  the  fiscal  year  1996 
appropriations  for  the  start  of  clinical  trials  to  test  this  new  technology.  These 
trials,  to  improve  early  detection  through  enhanced  imaging  technology',  are  cur- 
rently underway.  The  University  of  Pennsylvania  is  taking  the  lead,  and  is  working 
with  other  scientists  and  leading  radiologists  from  universities  around  the  country. 
If  the  projections  prove  to  be  accurate,  physicians  say  the  new  breast  cancer  detec- 
tion system  could  save  the  lives  of  15,000  women  each  year. 

Another  problem,  affecting  women,  is  domestic  violence.  Within  the  last  year,  7 
percent  of  American  women  or  nearly  4  million  were  victims  of  physical  abuse  and 
another  21  million  were  verbally  or  emotionally  abused  by  their  spouse  or  partner. 
A  recent  study  found  that  the  medical  costs  associated  with  these  attacks  amounted 
to  over  $857  million.  I  have  visited  women's  shelters  in  Harrisburg  and  Pittsburgh, 
where  I  saw,  first  hand,  the  kind  of  physical  and  emotional  suffering  so  many 
women  are  enduring.  In  a  sad  and  ironic  way,  the  women  I  saw  were  the  lucky 
ones.  They  survived  the  violent  attacks. 

Clearly,  violence  against  women  knows  no  social,  economic,  or  geographic  bound- 
aries. It  affects  rich  and  poor,  young  and  old.  Women  are  assaulted  in  their  homes, 
on  the  streets,  in  the  workplace,  and  on  campuses.  Over  $123  million  was  provided 
in  my  Subcommittee's  portion  of  the  Omnibus  Appropriations  Bill  to  combat  this 
problem,  an  increase  of  more  than  $37  million  over  last  year's  fiinding  level.  Pro- 
grams funded  within  the  jurisdiction  of  the  Department  of  Justice  received  $198 
million.  We  are  on  the  right  track  in  helping  women  to  combat  the  incidence  of  do- 
mestic violence. 

Frank  O'Conner,  the  Irish  writer,  tells  in  one  of  his  books  how,  as  a  boy,  he  and 
his  fiiends  would  make  their  way  across  the  countryside.  When  they  came  to  an  or- 
chard wall  that  seemed  too  high  and  too  difficult  to  permit  their  journey  to  continue, 
they  took  off  their  hats  and  tossed  them  over  the  wall.  They  then  had  no  choice  but 
to  follow  them.  That's  what  we  must  all  do  today,  to  continue  to  support  research 
on  women's  health  issues,  to  strive  to  prevent  health  problems  before  they  occur  or 
to  catch  them  in  their  earliest  stages,  and  to  make  sure  that  all  women  have  access 
to  quality  health  care — no  matter  how  high  the  walls  we  encounter  or  how  many 
budget  crises  we  face. 
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STATEMENT  OF  DEBRA  W.  LINHART,  VICE  PRESmENT,  AMBULATORY 
CARE  AND  STRATEGIC  DEVELOPMENT,  MAGEE-WOMENS  HOS- 
PITAL 

Senator  Specter.  And  now  I  would  like  to  turn  to  our  very  dis- 
tinguished panel,  starting  with  Ms.  Deborah  W.  Linhart,  who  is 
vice-president  for  ambulatory  care  and  strategic  development  at 
Magee-Womens  Hospital.  She  is  responsible  for  broadening  the 
women  care  centers  beyond  breast  cancer  to  comprehensive  centers 
focusing  on  preventive  health  and  education.  She  implemented 
neighborhood  health  centers  in  low  income  areas  to  increase  access 
to  prenatal  and  general  health  services.  And  she  has  also  developed 
the  unique  integrated  obstetrical  service,  the  first  of  its  kind  in 
Pennsylvania.  Ms.  Linhart,  we  welcome  you.  Thank  you  for  coming 
and  the  floor  is  yours. 

Ms.  Linhart.  Thank  you,  Senator  Specter,  for  this  opportunity  to 
speak  before  this  committee.  I'm  going  to  be  talking  to  you  today 
with  three  hats  on,  one  in  my  capacity  at  Magee  as  a  provider  of 
care;  two,  as  a  woman  who  tried  to  navigate  the  system;  and  three, 
as  a  mother  of  four  children,  three  of  whom  are  girls  that  I  hope 
to  have  a  system  that  would  really  encourage  them  to  promote  and 
seek  out  good  health. 

It's  heartening  to  hear  all  the  progress  that  we  have  made  in 
women's  health  and  to  hear  the  dollars  that  are  being  funneled  into 
some  of  these  issues  that  we've  all  been  so  aware  of.  And  some  of 
the  people  that  you'll  be  hearing  today  will  talk  about  specific  is- 
sues that  we  need  to  continue  to  fund  and  push  the  envelope  to  get 
those  resources  in  those  areas. 

But  I  also  want  to  challenge  us  that  we  don't  forget  to  look  at 
the  delivery  system,  the  setting  for  which  these  services  are  pro- 
vided, because  even  if  we  have  the  best  services,  we  have  the  an- 
swers to  these  questions,  if  the  women  cannot  access  the  services, 
it  doesn't  matter  how  good  they  are. 

Back  in  1990  when  Magee  was  beginning  to  develop  its  women's 
health  model,  we  interviewed  hundreds  of  women  to  ask  them  what 
was  good  about  the  system,  what  was  bad  and  what  should  we 
change.  No  matter  what  walk  of  life  they  came  from,  their  answers 
were  similar,  and  out  of  that,  our  model  emerged.  We  put  the 
woman  at  the  center  of  the  delivery  system,  and  the  basic  premise 
of  our  model  is  that  the  woman  is  the  primary  determinant  of  her 
own  good  health.  And  that  we  as  a  provider  in  a  delivery  system 
need  to  empower  her  to  take  on  that  role  and  to  have  a  delivery 
system  that  is  accessible,  that  provides  her  in  a  dignified  setting, 
that  provides  her  the  appropriate  information,  that  provides  inte- 
grated and  comprehensive  care  that's  cost  effective  and  quality. 

As  one  of  the  six  centers  of  excellence,  we're  moving  forward  to 
help  others  develop  that  kind  of  model.  As  we  do  that,  there's  a 
challenge  before  us,  and  that  is  how  can  we  have  and  maintain 
that  focus  on  the  woman  and  affirm  empowerment  in  an  emerging 
managed  care  environment.  In  its  truest  sense  managed  care 
should  support  this  because  managed  care  supports  integration  and 
coordination.  It  supports  the  coverage  of  preventative  services  that 
sometimes  are  not  covered  in  indemnity  plans.  And  it  supports  the 
reduction  of  dupUcation  so  that  our  overall  delivery  system  c£in  be 
more  cost  effective. 
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A  well-balanced  managed  care  system  should  result  in  a  better 
health  care  outcome.  Unfortunately,  those  opportunities  aren't  al- 
ways realized,  and  we  want  to  make  sure  that  because  the  man- 
aged care  environment  places  a  focus  on  cost  effectiveness  and  cost 
management,  that  much  of  our  gauges  are  not  lost. 

I  want  to  make  sure  that  we  focus  and  watch  out  on  several 
areas  that  are  specific  concerns  to  women's  health.  One  is  the  issue 
of  confidentiality.  Referrals  and  authorization  forms  are  usually 
necessary  to  manage  care  environment,  and  that  often  requires 
that  sensitive  and  confidential  information  be  shared  among  pro- 
viders. That  in  itself  may  be  a  deterrent  to  some  women  who  are 
reluctant  to  seek  care  for  such  issues  as  sexually  transmitted  dis- 
eases and  some  mental  health  issues.  So  we  need  to  address  how 
can  we  make  sure  we  have  appropriate  information  for  the  con- 
fidentiality and  the  individual's  dignity  is  not  lost.  And  we  all  know 
that  incentives  for  providers  to  limit  referrals  may  be  powerful. 

We  also  want  to  make  sure  that  barriers  to  receiving  care  from 
an  ob/gyn  are  not  inappropriately  placed,  so  that  a  woman  has  to 
ask  permission  to  see  her  ob/gyn  when  for  years  that  was  their  pri- 
mary care  provider.  We  want  to  make  sure  that  health  information 
is  able  to  be  maintained  from  provider  to  provider  and  that  as  they 
may  have  to  switch  plans,  that  information  is  not  lost.  Finally,  one 
of  my  newest  pet  peeves  is  that  there's  truth  in  advertising.  Insur- 
ance companies  recognize  that  women  make  decisions  on  not  only 
their  own  health  but  also  health  for  their  families.  And  we're  start- 
ing to  see  people  really  play  to  the  women  about  access  and  all  hos- 
pitals are  providers  when  in  essence  that's  not  the  case. 

I  want  to  close  with  just  one  quick  example.  Susan  was  a  25- 
year-old  woman  pregnant  with  her  first  child.  She  had  to  change 
her  managed  care  plan.  She  looked  and  saw  that  her  ob/gyn  was 
a  member  of  that  plan,  was  listed,  but  she  also  knew  that  she  had 
to  have  a  primary  care  physician.  So  she  called  a  primary  care  phy- 
sician and  said,  "may  I  continue  to  use  this  ob/gyn?"  "No."  She 
called  a  second,  "may  I  use  this  ob/gyn?"  "No."  Finally  a  third  pri- 
mary care  physician  said,  "yes,"  you  can.  Had  she  not  known  to  call 
that,  she  would  have  had  to  switch  her  ob/gyn  in  the  seventh 
month  of  pregnancy.  She  should  have  been  able  to  see  the  ob/gyn 
because  he  was  a  member  of  the  plan,  but  because  of  some  finan- 
cial incentives  of  that  primary  care  physician,  her  access  to  that  ob/ 
gyn  was  challenged.  That  was  not  part  of  any  disclaimer  in  the 
plan.  It  was  basically  a  bait  and  switch  strategy.  We  want  to  make 
sure  that  women  are  educated  so  they're  making  an  intelligible  de- 
cisions when  they  choose  their  plan. 

PREPARED  STATEMENT 

Thank  you  for  this  opportunity  to  spesik  before  you.  And  please 
as  we've  made  so  many  strides  in  women's  health,  as  we  evolve 
into  managed  care,  I  hope  that  we  don't  lose  those  advances. 

Senator  SPECTER.  Thank  you  very  much.  The  issue  that  you 
raised  as  to  managed  care  is  one  which  we  had  a  separate  hearing 
on  in  Washington  the  day  before  yesterday.  And  that  subject  and 
others  which  you  here  touched  will  be  the  subject  of  some  of  our 
dialog  in  questions  and  answers. 

[The  statement  follows:] 
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Prepared  Statement  of  Deborah  W.  Linhart 

Thank  you  Senator  Specter  for  your  ongoing  support  of  the  HHS  Women's  Health 
Center  of  Excellence  program  and  for  your  commitment  to  improving  the  health  of 
American  women  today  and  into  the  future. 

Today's  hearing  is  an  example  of  how  the  public  and  private  sectors  are  working 
together  to  improve  women's  health.  At  Magee-Womens  Hospital,  we  have  relied  on 
public  feedback  in  the  improvement  and  creation  of  health  services  for  the  women 
of  Pittsburgh.  Magee's  Women's  Health  Model  is  one  example  of  how  providers  are 
both  adapting  to  the  changing  health  industry  while  meeting  the  important  and  spe- 
cialized health  needs  of  women. 

In  the  early  1990's,  we  began  to  look  nationally  for  a  model  for  women's  health 
care.  Finding  none,  we  embarked  on  ovu-  own  research.  We  listened  to  hundreds  of 
women — asking  them  what  an  ideal  system  of  care  would  be — what  they  liked  and 
didn't  like  about  the  current  system.  Interestingly,  no  matter  what  "walk  of  life" 
they  came  from,  their  comments  were  consistent.  From  their  comments  *  *  *  our 
model  emerged.  It  put  the  woman  in  the  center  of  the  delivery  system  (versus  the 
provider  as  is  typically  the  case).  We  recognized  that  the  woman  was  the  primary 
determinant  of  her  own  good  health.  As  a  delivery  system,  our  role  is  to  empower 
her  and  enable  her  to  accept  that  role  by  delivering  care  "on  her  terms".  Six  impor- 
tant themes  emerged.  Our  model  is  built  around  these  concepts,  giving  women  the 
kind  of  health  care  they  want,  where  and  when  they  want  it. 

1.  Respect  for  the  dignity  of  the  individual; 

2.  Opportunity  for  adequate  and  accessible  information; 

3.  Empowerment  of  the  individual; 

4.  Integrated  comprehensive  car; 

5.  High  quality  care  and  ongoing  support;  and 

6.  Cost  effectiveness. 

At  the  same  time  that  Magee,  and  other  providers  across  the  nation,  were  begin- 
ning to  adapt  their  system  in  recognition  of  these  needs — managed  care  was  also 
beginning  to  grow.  Managed  care  created  both  opportunities,  as  well  as  challenges, 
for  providers,  payors  and  consumers  of  women's  health  care  services. 

Ideally  managed  care  promotes  integration  and  coordination  of  health  care  serv- 
ices needed  to  maintain  and  maximize  health.  Preventive  care  such  as  pap  smears 
and  mammograms  which  are  sometimes  not  covered  by  indemnity  health  plans  are 
encouraged  and  covered  by  managed  care  plans.  In  theory  with  managed  care 
women  have  greater  access  to  these  types  of  services  with  lower  out-of-pocket  costs. 
Managed  care  also  reduces  unnecessary  services  thereby  lowering  cost  to  the  system 
and  protecting  patients  from  unnecesseiry  disruption  and  potential  harm.  Finally, 
managed  care  presents  an  opportunity  for  consumers,  providers  and  payors  to  work 
together  to  develop  collaborative  models  of  care.  A  well-balanced  managed  care  sys- 
tem should  result  in  better  health  status. 

Unfortunately  all  of  the  above  opportunities  are  not  usually  fiilly  realized.  Be- 
cause managed  care  places  an  emphasis  on  cost  management  much  of  what  has 
been  recently  gained  for  women's  health  is  at  risk.  The  system  is  such  that  choice 
and  confidentially  are  threatened.  Health  plans  often  have  narrow  provider  panels 
limiting  a  women's  choice  of  when  and  where  she  receives  care.  Referrals  and  au- 
thorization forms  are  usually  necessary  and  often  require  that  sensitive  medical  and 
personal  information  be  communicated  to  many  individuals.  Incentives  to  providers 
to  limit  the  volume  of  services  may  be  powerful  and  health  care  consumers  often 
lack  the  information  and  resources  to  influence  the  decisions  of  providers  and 
payors.  While  the  gatekeeper  concept  is  often  effective  for  coordinating  care  and 
managing  resovu-ce  consumption  it  also  creates  barriers  to  care.  For  managed  care 
to  benefit  the  consumers  of  care,  these  challenges  must  be  addressed. 

Appropriate  and  unencumbered  access  to  care  is  key  to  achieving  and  maintaining 
good  health  status.  How  a  health  plan's  design  can  positively  or  negatively  influence 
access  to  care  is  easily  seen  through  variations  in  how  the  gatekeeper  model  is  ap- 
plied. Many  managed  care  plans  utilize  the  traditional  gatekeeper  model  where  care 
is  managed  by  an  individual's  Primary  Care  Physician.  PCPs  are  usually  Family 
Practitioners,  Internists,  and  Pediatricians.  In  only  a  minority  of  plans  Obstetrician/ 
Gynecologists  are  considered  to  be  PCPs.  Historically  women  have  received  a  signifi- 
cant portion  of  their  primary  care  from  Ob/Gyns.  The  barrier  that  some  plans  place 
between  a  women  and  her  Ob/Gyn  is  troublesome. 

National  studies  have  indicated  that  women  use  Ob/Gyns  extensively  for  primary 
care  services.  Data  from  the  National  Ambulatory  Medical  Survey  indicated  that  75 
percent  of  women  between  age  15  and  44  and  60  percent  of  women  over  15  received 
general  medical  exams  from  Ob/Gyns.  The  most  common  reason  for  office  visits  for 
females  15  years  and  older  to  gynecologists  was  for  routine  prenatal  exam  and  the 
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second  most  common  was  for  a  general  medical  exam.  ("Provision  of  Primary-Pre- 
ventive Health  Care  Service  by  Obstetrician-Gynecologists"  Obstetrics  &  Gynecology 
Vol  85,  No.  3  March  1995,  391-394). 

Ob/Gyns  often  provide  higher  levels  of  preventive  services  than  other  providers  of 
general  medical  exams.  A  study  regarding  mammography  and  pap  tests  showed  that 
Ob/Gyns  are  more  likely  to  perform  preventive  services  than  were  family  practition- 
ers and  internist  combined.  (N.  Lurie  et  al.,  "Preventive  Care  for  Women:  Does  the 
Sex  of  the  Physician  Matter?",  The  New  England  Journal  of  Medicine,  329  (1993): 
478-482.)  The  National  Ambulatory  Medical  Care  Survey  showed  that  the  pattern 
of  diagnostic  and  screening  services  provided  by  Obstetrician/Gynecologists  varied 
significantly  from  that  of  family  practitioners  and  internists.  Ob/Gyns  performed 
significantly  more  Pap  tests,  pelvic  exams  and  breast  exams.  ("Provision  of  Primary- 
Preventive  Health  Care  Service  by  obstetrician-Gynecologists"  Obstetrics  &  Gyne- 
cology Vol  85,  No.  3  March  1995,  391-394). 

It  follows  that  placing  barriers  between  women  and  Ob/Gyns  puts  them  at  in- 
creased risk  for  late  detection  of  reproductive  and  breast  cancers  as  well  as  poor 
prenatal  care.  Managed  care  plans  are  beginning  to  recognize  this  problem  but  addi- 
tional work  needs  to  be  done  to  remove  unnecessary  barriers  (as  well  as  hassles!). 

Many  organizations  have  recognized  that  action  must  be  taken  to  capture  the  op- 
portunity presented  by  changes  to  the  health  care  system.  The  Commonwealth  Fund 
established  a  Commission  on  Women's  Health  in  July  1993.  The  Commission  issued 
a  policy  report  that  focuses  on  critical  needs  and  concerns  of  women.  The  report  con- 
cludes that  reform  must  improve  access  to  good  quality,  affordable  women  s  health 
services  (Health  Care  Reform:  What  is  at  Stake  for  Women?  July  1994,  The  Com- 
monwealth Fund)  In  1995  The  Jacobs  Institute  for  Women's  Health  convened  a  con- 
ference regarding  women's  health  and  managed  care.  That  conference  concluded 
that  cost,  quality,  access  and  patient  satisfaction  continue  to  be  paramount  issues 
in  managed  care  and  that  we  must  work  together  to  monitor  and  improve  women's 
health.  (Women's  Health  Issues,  Vol  6  No.  1,  Jan/Feb  1996). 

As  managed  care  grows,  here  are  just  a  few  key  issues  that  we  need  to  address: 

How  can  we  reinforce  the  woman's  responsibility  and  ownership  of  her  role  in 
maintaining  good  health? 

Will  women  (especially  mid-life/mature  women)  be  able  to  access  specialty  care 
easily  and  appropriately  in  an  environment  where  the  provider  is  financially 
incentivized  to  minimize  specialty  services? 

How  will  accumulated  health  information  be  maintained  fi-om  provider  too  pro- 
vider (especially  as  a  woman  might  have  to  switch  physician  due  to  plan  changes)? 
Will  women  have  to  take  more  responsibility  in  maintaining  this  information? 

Will  women  be  able  to  choose  their  own-providers  and  maintain  a  personal  rela- 
tionship over  time? 

Examples  of  the  barriers  women  encounter  in  some  managed  care  programs: 

1.  Susan,  a  women  in  her  seventh  month  of  pregnancy  is  having  her  health  plan 
changed  by  her  employer.  This  will  require  her  to  change  to  a  new  primary  care 
physician  (PCP).  Susan  wants  to  make  sure  that  she  can  continue  receiving  prenatal 
care  from  her  Ob/gyn  (also  listed  as  part  of  the  new  plan) — to  do  so  she  must  get 
a  referral  from  her  PCP.  Susan  made  many  phone  calls  to  PCPs  listed  as  participat- 
ing in  her  new  health  plan  before  finding  a  PCP  that  will  allow  her  continue  with 
her  current  Ob/Gyn  (all  the  other  PCPs  had  a  financial  incentives  to  refer  to  other 
Ob/Gyns-although  her  Ob/Gjoi  was  Usted  as  a  plan  member).  Susan  is  fortunate  in 
that  she  knew  to  call  the  PCP  regarding  this  referral  before  she  signed  up  for  the 
PCP.  Had  she  chosen  the  wrong  PCP  she  would  have  been  required  to  switch  Ob/ 
Gyns  just  prior  to  delivery.  Lesson:  even  though  your  Ob/GjTi  is  listed  as  a  plan  par- 
ticipant— the  PCP  may  not  be  willing  to  authorize  a  referral  because  of  financial  in- 
centives— so  check  with  your  PCP  first. 

2.  Audrey  is  a  50  year  old  woman  with  a  familial  history  of  breast  cancer.  For 
many  years  her  Ob/Gyn  has  worked  with  her  to  monitor  her  health.  This  has  in- 
cluded regular  breast  exams,  mammograms  and  on  occasion  biopsies  of  suspicious 
findings.  Audrey  is  now  enrolled  in  a  POS  plan  through  work.  When  she  enrolled 
she  was  told  that  she  could  continue  to  see  her  Ob/Gyn  for  gynecological  and  breast 
health  care  services.  When  Audrey  recently  called  to  schedule  her  mammogram  she 
was  told  that  the  Ob/Gyn  could  not  order  this  for  her — that  she  had  to  have  a  refer- 
ral from  her  PCP.  Audrey  has  no  other  health  problems  and  has  never  met  the  phy- 
sician she  designated  as  her  PCP.  After  many  hours  spent  on  the  phone  explaining 
her  situation  to  a  variety  of  strangers  she  is  finally  given  approval  for  the  mammo- 
gram. 

3.  Elaine  is  a  young  women  who  participates  in  her  state  medicaid  plan.  Recently 
a  new  medicaid  HMO  began  marketing  in  her  neighborhood.  The  HMO  provides 
members  with  benefits  not  available  in  the  regular  Medicaid  program  including  free 
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eyeglasses  and  prescription  benefits.  After  being  approached  by  the  HMO  sales  per- 
son several  times,  Elaine  finally  signed  up  for  the  new  HMO.  What  she  doesn't  real- 
ize is  that  the  health  center  in  her  neighborhood  (where  she  has  gone  for  years)  does 
not  participate  in  the  HMO  and  she  will  have  to  take  several  buses  across  town  to 
get  any  health  care  services. 

CONCLUSION 

It  is  a  crime  to  deny  women  the  progress  we  have  made  in  women's  health  care 
delivery.  With  our  government's  help,  with  legislation  and  support,  we  need  to  work 
to  ensure  that  the  comprehensive  model  that  is  being  developed  and  implemented 
in  six  outstanding  women's  health  centers  across  the  nation  including  Magee-Wom- 
ens  Hospital  is  also  accessible  to  those  it  was  designed  for. 

STATEMENT  OF  DR.  JAMES  ROBERTS,  DIRECTOR,  MAGEE-WOMENS 
RESEARCH  INSTITUTE 

Senator  Specter.  Now,  I  would  like  to  turn  to  Dr.  James  Rob- 
erts, the  director  for  the  Magee-Womens  Research  Institute,  a  pro- 
fessor and  vice-chairman  of  the  Department  of  Obstetrics/Gyne- 
cology  and  Reproductive  Sciences  of  the  University  of  Pittsburgh. 
Dr.  Roberts'  research  focuses  on  the  cause  of  pregnancy  disorder 
which  causes  h3T)ertension,  edema  and  which  can  lead  in  some 
cases  to  coma.  He  is  a  member  of  the  Endocrine  Society  and  the 
Perinatal  Research  Society.  Thank  you  for  joining  us,  Dr.  Roberts, 
and  the  floor  is  yours. 

Dr.  Roberts.  Thank  you,  Mr.  Specter.  I  as  Debbie  am  speaking 
in  three  roles,  one  as  the  director  for  a  relatively  new  research  in- 
stitute, the  Magee-Womens  Research  Institute,  directed  at  the 
health  care — at  research  relative  to  the  health  care  of  women  and 
infants;  second  as  a  senior  scientist  who  has  been  doing  research 
in  women's  health  continuously  for  the  last  25  years;  and  finally 
as  the  president  of  the  largest  women's  research  organization  in 
the  country  that's  assigned  gynecologic  investigation. 

In  all  three  of  those  roles  I  would  like  to  begin  by  thanking  the 
Congress  in  general  and  Mr.  Specter  in  particular  of  the  NIH  fund- 
ing increase  that  occurred  this  year.  Throughout  my  career,  there 
have  been  very  few  years  where  there's  been  a  real  increase  in  the 
budget  to  the  NIH  at  a  time  when  tight  resources  is  especially  ap- 
preciated. 

I'd  like  today  to  address  issues  relevant  to  women's  health  and 
to  research  in  general.  And  to  suggest  that  there's  a  role  for  gov- 
ernment, for  the  public  and  certainly  for  the  scientists  in  moving 
research  forward. 

As  I  alluded  to,  the  funding  this  year  has  been  very  helpful.  We 
are  in  a  position  right  now  where  in  our  lifetime  a  number  of  dis- 
eases have  actually  disappeared,  smallpox,  polio,  and  so  on.  These 
are  only  a  few  of  a  number  of  advances,  and  we  also  know  that 
these  changes  affect  not  only  lives  but  also  quality  of  lives.  But  fi- 
nally at  a  time  when  resources  are  limited,  it's  important  to  em- 
phasize that  research  reduces  health  care  cost. 

We're  at  a  time  right  now  where  tools  are  available  for  us  to 
move  forward  even  more  rapidly,  the  ability  to  use  molecular  bio- 
logical techniques  to  flexibly  and  insightfully  address  questions,  the 
ability  to  handle  huge  amounts  of  data  with  computers  is  an  amaz- 
ing opportunity,  and  to  a  certain  extent,  it  represents  us  reaping 
the  benefits  of  the  research  efforts  of  the  sixties  and  seventies. 
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We  now  know  more  about  many  diseases  than  were  ever  known 
before.  And  in  the  area  that  Mr.  Specter  alluded  to,  that  I'm  work- 
ing in,  I'm  confident  in  our  lifetime  that  we  will  eventually  conquer 
this  one  serious  pregnancy  complication.  That's  the  good  news.  The 
other  part  of  the  story  is  that  even  with  the  increase  in  the  budget, 
we're  still  talking  about  a  situation  where  essentially  one  grant  in 
five  submitted  to  the  NIH  is  actually  funded.  This  is,  in  fact,  an 
improvement;  I  can  remember  being  on  a  review  panel  in  which  we 
funded  5  out  of  62  applications.  So  things  are  better  than  they 
were. 

The  implications  of  this  are  enormous,  obviously  4  out  of  5  grants 
or  9  out  of  10  grants  are  not  scientifically  inappropriate  nor  are 
they  not  important  scientific  questions.  The  issue,  of  course,  is  with 
limited  resources,  we  have  to  make  these  choices.  However,  if  we 
looked  at  the  situation  of  women's  health  research,  where  with  the 
increase  in  funding  that  Mr.  Specter  alluded  to,  the  progress  in 
this  area  has  increased  enormously  compared  to  years  past  where 
it  was  largely  ignored.  This  is  a  situation  where  the  investment 
will  pay  off. 

The  other  implications,  however,  are  probably  even  more  impor- 
tant, and  that  is  that  they  relate  to  the  future  science  of  this  coun- 
try. The  young  scientists,  the  new  investigators  are  at  a  tremen- 
dous disadvantage  in  obtaining  funding  in  a  tremendously  competi- 
tive environment.  They  don't  have  the  luxury  of  previous  funding 
to  allow  them  to  generate  preliminary  data  for  new  ideas,  and  be- 
cause of  that,  they  are  in  trouble  in  obtaining  funding. 

Additionally  it  now  takes  a  youth  on  average  two  applications, 
which  is  about  2  years  to  be  funded.  Many  of  them  can't  last  that 
long  and  drop  out  of  the  field.  We  must  nurture  these  scientists 
now.  The  problem  that  we're  dealing  with  is,  one,  to  replace  the  sci- 
entist; it  takes  12  to  14  years  to  train  someone  afl;er  secondary 
school.  We  have  to  stay  with  it  now. 

The  duty  of  the  public  I  think  is  also  important.  And  the  issue 
here  is  that  despite  technological  advances,  we  are  not  a  scientif- 
ically sophisticated  society.  It's  important  I  think  for  all  of  us  to 
pay  attention  to  what  research  is  doing  and  also  to  realize  this  is 
something  that  relates  to  our  daily  Hves.  Also  it's  mandatory  that 
we  demand  for  our  children  up-to-date  contemporary  scientific  edu- 
cation. 

Finally  the  scientists  themselves  have  to  come  down  from  their 
ivory  towers.  We  have  to  talk  to  the  public.  We  have  to  tell  them 
what  we  know,  what  we  can  know  and  remind  them  that  they  are, 
in  fact,  in  charge  of  research  in  this  country  since  the  funding  for 
most  health  care  related  research  comes  from  the  Federal  Govern- 
ment and  it's  their  votes  that  will  make  that  happen. 

In  addition,  I  think  it's  mandatory  as  a  scientist  that  we  talk  to 
young  men  and  especially  young  women  to  inform  them  that 
science  is  a  remarkable  career,  even  in  the  toughest  of  times. 

In  summary  I  think  we  must  maintain  but  preferably  expand  the 
support  that  we  have  for  research,  especially  pertinent  to  women's 
health  research  which  has  lagged  behind  the  other  areas.  We  need 
to  strive  and  become  a  scientifically  aware  society  and  all  of  us  at 
all  levels  must  encourage  and  not  discourage  the  future  scientists. 
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PREPARED  STATEMENT 

After  25  years  of  resesirch  I  look  back  with  pride  on  some  of  the 
ideas  that  I  have  been  able  to  clarify  and  perhaps  even  with  great- 
er pride  in  the  people  I  have-  trained.  I  think  we  are  at  a  point 
right  now  where  the  potential  for  progress  is  as  never  before  and 
we  shouldn't  pass  up  this  opportunity.  And  most  importantly,  we 
shouldn't  squander  our  most  valuable  resource,  which  is,  in  fact, 
the  bright,  young  scientists  of  tomorrow.  Thank  you. 

[The  statement  follows:! 

Prepared  Statement  of  Dr.  James  M.  Roberts 

Today,  I  would  like  to  present  testimony  relevant  to  issues  of  importance  to  wom- 
en's health  research.  I  speak  as  the  director  of  a  relatively  new  research  institute 
where  efforts  are  exclusively  directed  at  investigations  of  the  health  of  women  and 
their  infants,  as  an  active  senior  scientist  with  a  career  spanning  25  years,  and  as 
the  President  of  the  nation's  largest  women's  health  research  organization,  the  Soci- 
ety for  Gynecologic  Investigation 

First,  I  would  like  to  thank  the  Congress  in  general,  and  Mr.  Specter  specifically, 
for  the  generous  fiinding  provided  to  the  National  Institutes  of  Health  in  this  year's 
budget.  In  addition,  I  wish  to  emphasize  the  importance  of  a  continued  commitment 
to  research  in  general,  and  research  in  women's  health  issues  in  particular,  and  the 
role  of  the  government,  the  public,  and  scientists  to  guarantee  its  present  and  future 
success. 

Research  progress  in  my  lifetime  has  eliminated  diseases  such  as  polio  and  small- 
pox and  led  to  a  halving  of  deaths  of  premature  infants  to  mention  only  a  few  of 
the  myriad  of  lifesaving  advances.  These  advances,  it  is  obvious,  have  not  only  saved 
lives  but  improved  the  quality  of  life  and,  of  increasing  importance  in  a  time  in 
which  we  are  acutely  aware  of  limited  resources,  have  resulted  in  substantial  health 
care  savings.  Unfortimately,  in  this  setting  women's  health  research  has  lagged  be- 
hind. In  the  listing  of  the  twenty  six  advances  affecting  the  health  of  Americans  pre- 
pared by  the  Federation  of  Societies  of  Experimental  Biology,  not  one  was  specific 
to  women's  health. 

Cvirrently,  our  understanding  of  issues  important  to  health  and  well-being  is  in- 
creasing at  an  unprecedented  rate.  This  is  due  to  the  power  of  new  techniques  and 
strategies,  including  the  tremendous  precision  and  flexibility  afforded  by  molecular 
biology  and  our  ability  to  handle  huge  amounts  of  information  through  computer  ad- 
vances. To  a  large  extent,  we  are  reaping  the  benefits  of  the  major  commitment  to 
research  of  the  1960's  and  1970's.  We  now  understand  cancer  to  a  degree  never  pre- 
viously anticipated  and,  in  my  own  area  of  focus,  pregnancy  complications,  it  is  like- 
ly that  the  major  killers  of  babies  and  mothers,  premature  birth  and  preeclampsia, 
will  be  conquered  in  our  Ufetime. 

This  is  the  good  news.  However,  despite  the  generosity  of  the  Congress,  we  can 
now  fund  about  1  proposal  in  5  that  is  submitted  to  the  NIH  for  consideration.  This 
is  an  improvement.  I  can  remember  in  the  last  two  years  serving  on  a  grant  review 
committee  for  the  NIH  in  which  of  the  55  grants  reviewed,  only  6  could  be  funded. 
This  has  tremendous  implications.  The  most  obvious  is  that  nine  out  of  ten  or  even 
four  out  of  five  proposals  are  not  bad  science  or  unimportant  questions.  In  a  time 
of  limited  resources,  we  must  make  hard  choices,  but  we  are  undoubtedly  not  pro- 
gressing at  the  rate  we  might.  An  example  of  the  power  of  increased  funding  is  the 
rate  of  increase  in  our  knowledge  in  areas  of  women's  health,  such  as  breast  cancer, 
which  have  received  greater  attention  in  recent  years.  This  is  contrasted  with  mini- 
mal progress  in  the  years  when  almost  no  attention  was  directed  to  any  area  of 
women's  health.  Of  great  concern  is  the  impact  this  low  rate  of  funding  has  on  the 
future  of  research.  I  mentioned  we  are  reaping  the  benefits  of  science  emphasis  fi"om 
20  years  ago.  We  are  now  in  danger  of  shortchanging  our  children. 

In  the  tremendously  competitive  environment  of  very  tight  funding,  the  new  in- 
vestigator is  at  a  major  disadvantage.  They  lack  the  cushion  of  prior  funding.  Some- 
one with  current  funding  can  begin,  by  frugal  use  of  resources,  to  gather  new  infor- 
mation to  convince  reviewers  that  a  new  idea  is  likely  to  be  true.  In  the  time  of 
limited  fiinding,  such  "preliminary  data"  is  quite  important  as  reviewers  are  looking 
for  guarantees  of  the  feasibility  of  a  proposal.  The  new  unfunded  investigator  does 
not  have  this  resource.  Also  the  young  investigator  is  unlikely  to  be  able  to  survive 
the  two  years  necessary  to  achieve  funding  when  a  grant  is  not  funded  at  the  first 
submission  (now  the  rule).  It  currently  takes  12  to  14  years  after  secondary  school 
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to  train  an  investigator.  Thus,  it  will  take  years  to  replace  this  resource  if  we  do 
not  nurture  the  new  investigator  now. 

On  another  level,  despite  the  technological  advances  of  the  last  twenty  years, 
much  of  the  public  is  not  sophisticated  in  their  knowledge  of  science.  It  is  manda- 
tory that  we,  as  individuals,  make  ourselves  aware  of  current  scientific  information 
and,  as  parents,  attempt  to  guarantee  contemporary  scientific  education  for  our  chil- 
dren Also,  we  the  investigators,  must  come  down  from  our  "ivory  towers"  and  com- 
municate with  our  fellow  citizens  about  what  is  known  and  what  can  be  known  and 
remind  them  that  they  will  decide  the  future  of  research  through  their  control  of 
the  government  budget.  In  addition,  it  is  mandatory  that  scientists  take  the  time 
and  opportunity  to  point  out  to  young  people  the  joy  and  excitement  (even  in  the 
toughest  times)  of  a  career  of  intellectual  challenge  and  reward  in  research. 

In  summary,  we  must  at  least  maintain,  but  preferably  expand,  funding  for  health 
research.  Because  of  the  catch-up  necessary  for  women's  health,  this  must  receive 
increased  attention.  We  must  strive  to  become  a  scientifically  aware  society,  and 
through  the  efforts  of  government,  parents,  and  scientists,  encourage  (not  discour- 
age) future  scientists. 

After  25  years  of  research,  I  look  back  with  pride  at  the  ideas  I  have  clarified  and, 
perhaps  more  importantly,  the  scientists  I  have  trained.  Now  I  see  the  potential  for 
progress  as  never  before.  This  is  an  opportimity  we  must  not  pass  up  and  our  most 
valuable  resource,  the  bright  new  scientist  of  tomorrow,  must  not  be  squandered. 

INCREASE  OF  NIH  FUNDING 

Senator  Specter.  Thank  you  very  much,  Dr.  Roberts.  One  note 
on  your  testimony  on  the  increase  of  NIH  funding:  we  did  this  year 
increase  funding  by  $820  miUion  for  a  total  of  $12.4  milHon.  You 
cannot  necessarily  have  a  grasp  of  that  on  a  $1,600,000,000,000 
budget,  but  at  a  time  when  there  are  cuts  in  so  many  line  items, 
that  was  an  extraordinary  advance  which  has  been  made  because 
of  the  enormous  accomplishments  in  medical  research. 

Congressman  Porter  from  Illinois  and  Senator  Harkin  and  I  and 
Congressman  Obey  found  a  way  to  do  that  within  what  we  call  our 
602(b)  budget  allocations  of  a  balanced  budget  concept.  So  that  it 
is  possible  by  establishing  priorities  to  make  the  allocations  to  an 
important  field  like  NIH.  We  will  pick  up  on  the  questioning  of  this 
when  we  finish  the  panel  up. 

I'd  like  to  repeat  the  invitation  for  all  you  ladies  and  gentlemen 
to  participate  in  the  dialog  of  the  questions  and  answers.  What  I 
intend  to  do  when  we  finish  the  panel  is  to  ask  each  person  only 
one  question,  to  allow  the  maximum  amount  of  time  for  audience 
participation.  If  there's  not  sufficient  audience  participation,  I  have 
a  lot  more  questions.  But  we  would  invite  you  to  come  forward  with 
your  questions  for  this  very  distinguished  panel. 

STATEMENT  OF  MARTHA  A.  FRffiAY,  EXECUTIVE  DIRECTOR  OF  THE 
WOMEN'S  CENTER  AND  SHELTER  OF  GREATER  PITTSBURGH 

Senator  Specter.  We  now  turn  to  Ms.  Martha  Friday  who  has 
been  executive  director  of  the  Women's  Center  and  Shelter  of 
Greater  Pittsburgh  since  1983.  She  also  serves  as  treasurer  for  the 
Pennsylvania  Coalition  Against  Domestic  Violence  and  is  on  the 
advisory  committee  of  Pittsburgh  Action  Against  Rape  and  Youth 
Crime  Prevention  Council.  She  is  no  stranger  to  this  committee 
and  has  presented  testimony  before  the  Senate  Subcommittee  on 
Children,  Family,  Drugs,  and  Alcoholism  at  the  National  Research 
Coiuicil  Hearings  on  Family  Violence  Intervention,  so  welcome,  Ms. 
Friday. 

Ms.  Friday.  I  would  like  to  thank  Senator  Specter  for  not  only 
this  opportunity  to  speak  today  but  also  his  tremendous  assistance 
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with  domestic  violence  issues,  certainly  including  the  passage  of 
the  Violence  Against  Women  Act  and  related  appropriations. 

Domestic  violence  programs  are  gratified  to  see  it  recognized  as 
a  public  health  problem,  which  is  the  focus  here  today.  As  we  know 
it's  also  a  crime,  so  it's  also  a  criminal  justice  problem.  It's  a  prob- 
lem which  truly  cuts  through  or  underlies  many  other  categories  of 
problems. 

According  to  a  1995  survey  by  the  John  Hopkins  School  of  Medi- 
cine, one  in  three  women  seeking  emergency  department  services 
is  a  victim  of  abuse.  The  study  of  nearly  2,000  anonymous  patients 
found  that  1  in  20  had  experienced  domestic  violence  in  the  pre- 
vious year  and  1  in  5  had  experienced  domestic  violence  in  her 
adult  life. 

The  human  costs  are  high  and  so  is  the  cost  to  the  health  care 
industry.  The  Pennsylvania  Blue  Shield  Institute  estimates  the 
total  annual  medical  cost  of  domestic  violence  in  Pennsylvania  at 
$326.6  million,  more  than  the  total  medical  cost  for  elder  abuse, 
child  abuse,  and  street  violence  combined. 

Can  something  be  done  to  reduce  these  numbers?  Absolutely. 
General  domestic  violence  services  assist  victims  to  live  in  violence- 
free  homes.  At  Women's  Center  and  Shelter  of  Greater  Pittsburgh, 
the  outcome  we  expect  from  our  services  is  that  50  percent  of 
women  and  their  children  will  live  in  violence-free  homes  for  at 
least  1  year  after  intervention.  We  know  it  is  much  longer  than  1 
year  and  we  also  know  that  sometimes  it  takes  several  tries  to 
achieve  violence-free  homes  but  currently  do  not  have  the  ability 
or  funding  to  do  longer  term  tracking. 

Other  programs  that  the  shelters  do  combined  with  counseling, 
practical  assistance  are  highly  effective  as  secondary  prevention. 
And  there  are  widespread  prevention  programs  in  the  schools,  pri- 
mary prevention.  Medical  advocacy  projects  are  another  more  tar- 
geted response.  Medical  advocacy  is  defined  as  the  hospital-based 
identification  of  battered  women  seeking  medical  treatment  and 
the  provision  of  support,  information,  education,  resources,  and  fol- 
low-up related  to  a  safety  or  medical  crisis. 

I  can  talk  about  one  of  the  three  demonstration  projects  in  Penn- 
sylvania as  it  is  in  womens  center's  and  shelter  project  with  Mercy 
Hospital.  It  is  exciting  and  successful,  and  it's  only  one  of  the  sev- 
eral hospital  women's  center  and  shelter  joint  programs  now  ongo- 
ing in  Allegheny  County. 

One  of  the  keys  to  the  success  of  implementing  a  domestic  vio- 
lence response  for  these  hospital  programs  was  creating  a  new  way 
of  looking  at  success.  Hospitals  redefined  what  success  was,  and  by 
doing  so,  stopped  being  burned  out  on  the  issue. 

One  of  the  most  significant  things  about  the  medical  advocacy 
projects  is  its  earlier  intervention,  and  the  Mercy  Hospital  project 
is  reaching — only  10  percent  of  the  women  reached  had  abused  and 
the  other  domestic  violence  service.  So  not  only  is  it  earlier  inter- 
vention, it  has  impUcations  for  future  cost  savings  of  domestic  vio- 
lence-related medical  costs.  There's  a  research  project  which  is  in 
the  process  of  demonstrating  this. 
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PREPARED  STATEMENT 


Another  example,  another  thing  domestic  violence  programs  need 
is  data  collection.  This  ties  with  what  Dr.  Roberts  was  saying.  As 
one  researcher  told  me,  we  are  a  candy  store  of  data,  but  it's  not 
computerized  for  the  most  part  and  the  past  is  not  computerized. 
There  has  been  an  ongoing  tension  between  service  delivery  and 
putting  the  dollars  there  and  yet  there's  a  much  larger  interest  in 
research  and  seeing  if  the  programs  are  effective  and  what  should 
shape  the  future  research.  So  actually  that  is  another  direction 
that  would  be  very  useful  for  all  of  us  sitting  at  this  table  to  shape 
the  research.  Thank  you. 

Senator  Specter.  Thank  you  very  much,  Ms.  Friday.  You  go  into 
issues  of  tremendous  importance,  just  now  reaching  the  front  pub- 
lic attention  and  we  will  have  some  questions  in  our  dialog  session. 

[The  statement  follows:] 
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STATEMENT  OF  MARTY  FRIDAY 

Good  morning,  I  am  Marty  Friday,  Executive  Director  of 
Women's  Center  and  Shelter  of  Greater  Pittsburgh,  founded  in 
1974,  as  one  of  Lht;  first  six  domestic  violence  programs  in  the 
country.   I  would  like  to  thank  Senator  Specter  for  not  only  this 
opportunity  to  speak  today  but  also  his  tremendous  assistance 
with  domestic  violence  issues,  certainly  including  the  passage  of 
the  Violunce  Against  Womf?n  Act  and  related  appropriations. 

Given  the  now  recognized  epidemiological  nature  of  domestic 
violence,  domestic  violfiace  programs  are  gratified  to  see  it 
recognized  as  a  public  health  problem  which  i  .<?  the  focus  here 
today.   As  we  know  it  is  also  a  crime  go  it  is  also  a  criminal 
justice  problem;  a  problem   which  truly  cute  through  or  underlies 
many  other  categories  of  problems. 

According  to  a  1995  survey  by  John  Hopkins  School  of  - 
Medicine,  one  in  tliree  women  aecking  emergency  department 
services  is  a    victim  of  abuse.    The  study  of  nearly  2,000 
anonymous  patients  found  that  one  in  20  had  experienced  domestic 
violence  in  the  previous  year  and  one  i  rv  five  had  experienced 
domestic  violence  in  hei  adu].t  life. 

Tlie  human  costs  are  high  and  so  i.s  the  cost  to  tho  health 
care  ind',i.<?t  ry .   The?  Pennsylvania  Blue  Shield  Institute  estimates 
the  total  annual  medical  cost  of  domestic  violence  in 
Pennsylvania  at  $326.6  million  -  more  than  the  total  medical 
cocLu  for  eldex  abuse,  child  adauee  and  street  violence  combined 
(1992)  . 

Can  something  be  done  to  reduce  these  numbers?  Absolutely! 

Gene'^al  domestic  violence  servicee  a.-^aist  victims  to  live-,  in 
violence -free  homes.   At  WC&S,  the  outcome  we  expect  from  our 
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services  ie  thau  50%  of  women  (and  Lheir  childieii)  will  live  in 
violence  free  lioines  for  at  least  one  year  after  intervention.   We 
know  it  is  mucli  longer  than  one  year  and  we  also  know  that 
GomctinRR  it  takes  several  tries  to  achieve  violence  free  homus. 
but  currently  do  not  have  the  ability  or  funding  to  do  longer 
term  tracking. 

Shelters,  domestic  violence  counseling  and  practical 
assistance  for  shelter  residents  combined  with  counseling  and 
practical  assistance  for  domestic  violence  victims  who  are  not  in 
yheltere  axe  highly  effective  as  secondary  prevent i  mi  to  reducu 
and  eliminate  further  domestic  violence.   Widespread  prevention 
programs  such  as  the  K-12  curriculum  implemented  by  WC6S  in 
Allegheny  County  schools  are  primary  prevention  although  there  is 
a  need  tor  longitudinal  studies  to  better  evaluate  long  term 
prevent  ion . 

Medical  advocacy  projects  are  another,  more  targeted, 
response.   Medical  advocacy  is  defined  as  the  hospital -based 
identification  of  battered  women  seeking  medical  treatment  and 
the  prcision  of  support,  information,  education,  resources  and 
follow-up  related  to  a  safety  or  medical  crisis.   It  also 
includes  the  development,  lef iiieirient  and  implenientation  of 
hospital  policies  and  procedures  to  enhance  and  institutionalize 
the  rer.ponse    to  domeecic  violence.   Medical  advocacy  also  focuses 
on  the  on-going  training  to  health  care  providers  in  addressing 
doTie.S':".  c  violence  with  their  patients  and  emphasizes  the 
i  denti  f  icatic)r.  of  battered  women  and  the  effectiveness  of 
intervention  in  the  health  care  setting. 

I  can  talk  about  one  ot  the  three  demonstration  projects  in 
Pennsylvania  as  it  is  a  WC&S  project  with  Meicy  Hospital.   It  is 
exciLmq  and  successful.   Tt  is  only  one  of  several  hospital/WC&S 
]oint  programs  new  ongoing  in  Allegheny  County.   One  of  the  keys 
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to  the  success  of  implement iny  a  domestic  violence  response,  tor 
these  hospital  piugiains  was  creatiny  h  new  way  ot  looking  at 
success  in  dealing  with  battered  patients. 

The  hospitals  redefined  what  success  was,  and  by  doing  so, 
stopped  being  burned  out  on  thu  issue.   Success  now  for  these 
hoi;pital3  is  no  longer  having  the  patient  leave  the  relationship. 

TV  in   dlso  important  to  note  that  our  experience  with  the 
medjcal  advocacy  project  is  significant  example  of  earlier 
intervention.   As  one  battered  woman  told  the  domestic  violence 
advocate,  "You  have  met  me  long  before  I  w.^s  leady  to  meet  you 
and  I'm  happy  to  make  your  acquaintance."   In  the  WC&S/Mercy 
Hospital  project  only  lOV  of  identified  victims  has  used  WC&S  or 
any  domestic  violence  related  services,  documenting  the  program 
is  reaching  a  new,  picvioualy  unreached  population  with  earlier 
intervention.   Tr.ore  is  a  research  component  to  this  project  with 
implications  for  future  cost  savings  of  domestic  violRnce-related 
medical  cost.=; . 

If  there  was  funding,  projects  like  this  should  be  in  every 
single  hospital  and  clinic. 

After  moving  forward  in  this  important  arena  of  developing 
innovative  and  collaborative  efforts  on  the  part  of  domestic 
violence  advocates  and  the  health  care  community  to  reduce 
injuries,  prevent  domestic  violence  and  save  live.';,  it  was 
shocking  to  learn  from  a  Pennsylvania  woman  that  she  was  being 
denied  insurance  by  two  companies  becaus'.-^  of  a  one-time  incident 
of  domestic  violence.   This  is  an  example  of  the  identification 
of  a  systems  change  or  legislation  that  emerges  and  then  also 
needa  to  be  addressed.   Happily  after  two  and  one-half  years  of 
effort  by  E'CADV  and  Pennsylvania  domestic  violence  programs, 
legislation  outlaws  this  practice  in  15  states  and  it  is  now 
bei-rg  addressed  at;  the  federal  level. 
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At  thie  point  in  lime  there  are  domestic  violence  programs 
with  a  wealth  ot  information  and  data  collected  over  the  past 
several  years.   Mucli  of  the  data  is.  still  collected  manually  or 
iupt  beginning  to  be  cotrputyri  zed . 

The  past  yearB  data  is  not  entered  on  computers  but  k^pt  on  file 
cards  and  in  boxes.   Tliere  is  still  the  problen  of  spreading 
ftx.i.sLing  resources  far  enougli  '.o  er.ter  current  and  past  data 
without  draining  ?ervjce  capability.   Thii:-  is  valuable  data  on 
efficiency  of  services,  needs  of  clients,  medical  problems  of 
women  and  children  clients,  prevention  efforts,  etc.   Now  there 
is  considerable  interest  in  research  on  violence  against  women, 
recently  described  in  National  Research  Council  reports, 
Tfnder.standinq  Violence  Aqain.st  Women.   As  one  researcher  from 
Carnegie  Mellon  University  told  me  as  we  discussed  possible  joint 
research,  "You  are  a  candy  store  for  the  researcher." 

However,  domestic  violence  programs  need  funding  assistance 
to  better  deve.lop  their  infrastructure  so  that  the  data  is 
computerized  and  available.   There  iu  a   need  to  improve  research 
capacity  and  strengthen  ties  between  researchers  and 
practitioners.   Practitioners  need  to  be  able  to  afford  to  be 
partners  in  the  research  efforts. 

It  has  beer)  and  continue.*;  to  be  gratifying  to  be  able  to 
participate  in  shaping  the  changes  to  not  only  assist  domestic 
violence  victims  but  to  enlist  many  sectors  of  the  coimiiunity 
working  together  to  create  policy  and  procedures  to  reduce  the 
staggeiiiiy  Jiuinan  and  dollar  costs  to  socriety  stemming  from  and 
related  to  domestic  violence. 

Thank  You . 

STATEMENT   OF   JANICE    M.    MILLER,    R.N.,    CLINICAL    SUPERVISOR, 
PERINATAL  ADDICTION  CENTER,  ST.  FRANCIS  MEDICAL  CENTER 

Senator  SPECTER.  Right  now  we  will  turn  to  Ms.  Janice  Miller, 
registered  nurse  specializing  in  perinatal  addiction.  She  is  cur- 
rently a  clinical  supervisor  of  Perinatal  Addiction  Center  at  the  St. 
Francis  Medical  Center.  She  is  an  expert  in  the  area  of  chemical 
dependency,  perinatal  addiction,  developmental  outcomes,  and 
therapeutic  intervention.  She  also  advises  community  organizations 
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on  ways  to  improve  maternal  and  infant  outcomes.  Thank  you  for 
being  with  us,  Ms.  Miller,  and  we  look  forward  to  your  testimony. 

Ms.  Miller.  Thank  you.  Senator  Specter,  and  thank  you  all  for 
inviting  me  here  today.  I  speak  to  you  not  only  on  behalf  of  St. 
Francis,  which  made  the  first  diagnosis  of  chemical  dependency  of 
alcoholism  back  in  1944,  but  also  by  my  professional  experience 
over  the  past  25  years  of  working  with  the  population  of  women 
who  use  alcohol,  tobacco,  and  other  drugs.  Particularly  during  preg- 
nancy and  as  well  on  behalf  of  many  of  the  courageous  women  that 
I  have  had  the  opportunity  to  treat  and  to  have  gotten  into  recov- 
ery. 

Treatment  does  work  and  we  know  that  that  happens.  We  know 
that  outpatient  treatment,  for  example,  can  reduce  inpatient  ad- 
missions by  38  percent.  That  was  one  of  our  newest  findings  in 
some  of  the  research  that  we  have  done  through  the  programs  at 
St.  Francis. 

During  the  past  decade  or  so  we  paid  attention  to  particularly 
one  drug  and  alcohol  problem  and  that  is  crack  cocaine;  however — 
and  there's  been  much  hype  about  that  and  there's  been  much  at- 
tention paid  to  that.  However,  the  problems  with  women  using  al- 
cohol, tobacco,  or  other  drugs  far  exceed  the  problems  related  to 
just  crack  cocaine. 

Women  are  different  than  men.  You  so  eloquently  said  that  ear- 
lier. We  know  that,  but  the  differences  are  more  than  just  those  of 
the  obvious.  Women  progress  45  percent  faster  than  men  in  the 
physical  consequences  of  addiction.  Oftentimes  women  have  not 
had  the  same  accessibility  to  treatment.  Part  of  the  problem  has 
been  related  to  the  lack  of  identification  by  professionals  of  women 
with  problems.  If  identified,  many  times  women  are  faced  with  the 
fear  that  their  children  will  be  removed  and  placed  in  custody.  So 
it  becomes  rather  punitive  or  a  legal  issue  versus  that  of  a  treat- 
ment or  medical  issue.  And  it's  very  difficult  for  the  women  some- 
times then  to  access  treatment. 

In  terms  of  some  of  the  particulars  in  terms  of  women  being  dif- 
ferent than  men,  I  have  to  say  some  of  the  most  recent  research 
which  indicates  in  adolescent  females,  for  example,  from  age  12  to 
17,  26  percent  of  the  females  compared  to  24  percent  of  the  males 
have  tried  an  illicit  drug.  Of  the  same  age  group  100,000  females 
and  only  88,000  males  have  tried  crack  cocaine,  meaning  that 
women,  young  women  are  now  using  drugs  more  frequently  than 
men  when  10  years  ago  that  was  not  the  case. 

More  than  5  percent  of  4  million  women  who  gave  birth  in  the 
United  States  in  1992  used  illegal  drugs  at  some  time  during  their 
pregnancy.  We  can  estimate  that  there's  approximately  375,000  ba- 
bies bom  each  year  positive  for  illicit  drugs  in  the  United  States. 

Some  67  percent  of  women  who  identified  themselves  as  alcohol- 
ics reported  that  they  have  been  sexually  abused  by  an  older  per- 
son during  childhood;  19  percent  of  alcohol  abusing  dependent 
women  also  meet  the  diagnostic  criteria  for  life-long  diagnosis  of 
major  depression. 

Women  are  more  likely  to  reach  treatment  with  alcoholism  com- 
bined with  other  drug  use,  notably  prescriptions  by  their  doctors 
more  frequently  than  men.  These  are  all  issues  which  lead  us  to 
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great  concern  for  the  attention  paid  specifically  to  gender  in  rela- 
tionship to  drug  and  alcohol  treatment. 

In  the  abstract  I've  gone  into  great  detail  to  talk  about  some  of 
the  consequences  that  substance  use  during  pregnancy  can  create. 
We  have  termed  problems  with  the  mother  as  well  as  with  the 
child.  We  also  have  problems  that  have  a  relative  impact  on  the  be- 
ginning of  the  substance  abuse  of  women,  things  like  domestic  vio- 
lence, post-traumatic  syndrome  related  to  childhood  abuse,  pelvic 
inflammatory  disease  as  the  result  of  rapes.  And  other  types  of 
health  issues  that  have  been  gone  untreated  and  also  create  a  lot 
of  stress  for  the  woman  and  oftentimes  contribute  to  their  use  of 
chemicals. 

As  a  result  of  the  chemical  use,  there  are  many  problems  that 
can  happen  to  the  woman,  liver,  pancreatic  disease,  heart  disease, 
other  mental  disorders,  stress,  and  homelessness.  One  of  the  big- 
gest concerns  beyond  that  of  the  woman  is  passing  this  disease 
onto  the  children  and  that  seems  to  be  a  major  problem. 

Some  of  the  strategies  that  we  hope  that  we  can  pay  attention 
to  are  existing  drug  and  alcohol  treatment  programs  improving  ac- 
cessibility to  the  women,  not  duplicating  services  but  instead  en- 
hancing assisting  services  that  we  know  work  and  have  been  fund- 
ed in  the  past.  Having  training  programs  open  for  professionals  so 
there  are  better  identification  and  treatment  of  women  utilizing 
very  specific  medical  protocols  that  we  know  that  will  improve  the 
outcome  in  the  women  and  the  children. 

The  treatment  programs  must  not  also  only  address  drug  and  al- 
cohol abuse  but  associated  problems  such  as  lack  of  vocation  and 
education,  life  skills  development,  promotion  to  self-esteem,  recov- 
ery from  other  emotional  and  mental  disorders.  Child  care  has  to 
be  an  integral  part  of  this  treatment  and  it  has  to  be  accessible  and 
safe,  not  only  safe  in  child  care  but  also  therapeutic  in  looking  at 
the  consequences  of  the  children,  developmental  outcomes.  In-home 
services  and  wrap  around  services  might  also  be  accessible,  because 
in  treating  women,  it's  not  just  a  matter  of  admitting  someone  in 
the  hospital  and  identifying  the  problem,  there's  a  lot  of  other  is- 
sues and  corroboration  with  other  agencies  is  essential. 

PREPARED  STATEMENT 

I  would  thank  you  for  this  time  and  I'd  hope  that  as  a  represent- 
ative I've  well  been  able  to  talk  about  the  problems  that  the  women 
have  discussed  with  me  over  the  years,  and  as  a  representative  I 
hope  that  you  can  also  do  the  same.  Thank  you. 

[The  statement  follows:] 
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STATEMENT  OF  JAN  MILLER 

The  purpose  of  this  presentation  is  to  provide  the  esteemed 
members  of  the  United  States  Senate  Committee  on  Appropriations 
with  current  and  accurate  information  about  women's  health 
issues,  specifically,  the  spectrum  of  issues  related  to  alcohol, 
tobacco,  and  other  drug  (ATOD)  use  by  women. 

By  the  end  of  this  presentation,  the  participants  will  be 
able  to  complete  the  following  goals  and  objectives: 

I.  The  participants  will  increase  their  awareness  about 
the  effects  of  ATOD  use  by  women. 

A.    The  participants  will  identify  several  of  the 
problems  related  to  ATOD  use  by  women. 

1.  Prevalence  of  use,  addiction,  and  consequences 

2.  Problems  with  identification 

3.  Lack  of  gender  specific,  culturally  aware,  and 
medically-based  ATOD  treatment  programs 

4.  Biopsychosoci^l  consequences  of  use 

II.  The  participants  will  explore  the  spectrum  of  problems 
related  to  ATOD  use  by  women. 

A.  The  participants  will  identify  issues  related  to 
ATOD  use  by  women . 

1.  Intergenerational  transmission  of  addiction 

2.  Child  developmental  problems 

3.  Economic  dependency 

4.  Family  deterioration  and  dysfunction 

5.  Health  problems 

6.  Domestic  violence  and  other  abuse   "- 

III.  The  participants  will  increase  their  awareness  about 
the  specific  strategies  that,  it  implemented,  may 
improve  the  outcomes  of  women  who  use  ATODs  and  their 
children,  and  families. 

A.  The  participants  will  identify  several  specific 
methods  which  have  been  implemented  and  proven  to 
improve  the  outcomes  in  women  who  use  ATODs. 

1.  Gender  specific,  cultural  competent  treatment 
programs 

2.  Appropriation  to  diverse  levels  of  care  based 
on  uniform  admission  criteria  and  specific 
treatment  protocols 

3  Incorporated  programs  addressing  survivorship, 
problem-solving,  enhancing  self  esteem.  and 
educational  and  vocational  training  for  sell 
support 

4  Child  care  with  appropriate  child  development 
assessments   and  parenting   skills  adequacy 

training  ^  ^^ 

5  In-home  and  community  outreach  services  to 
support  recovery  efforts  and  life  management 

6.  Family  oriented  programs  to  promote  healing 

and  support  of  recovery 
7   Empowerment  to  function  as  a  responsible  adult 

individual,  as  well  as  family  and  community 

member ■ 


26-571  97-7 
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It  has  only  b«en  during  'the  past  decad*  or  so  that  we  as  a 
nation  have  responded  seriously  to  the  problens  created  by  the 
use  of  alcohol,  tobacco,  and  other  drugs  (ATODs);  specifically, 
we  have  responded  to  the  widespread  use  of  crack  cocaine. 
However,  the  use  of  and  problems  created  by  ATODs  extends  far 
beyond  just  that  of  a  specific  drug.  Some  of  the  programs,  such 
as  the  one  founded  at  St.  Francis,  have  pioneered  the  treatment 
of  all  types  of  addictions  across  the  life  span  ae  well  as 
diligently  worked  toward  the  prevention  of  ATOD  use  in  future 
generations.  Some  much  need  funding  has  been  available  to 
supplement  these  treatment  and  prevention  efforts;  however,  more 
frequently,  efforts  to  seek  additional  funding  to  enhance 
existing  treatment  services  have  been  met  with  the  "dry  well" 
syndrome.  Treatment  programs  and  service  providers  have  been 
expected  to  do  sore  with  less  resources  to  an  ever  changing 
population.  It  is  with  cautious  excitement,  as  well  as  with 
professional  gratitude,  that  I  applaud  your  interest  and  present 
to  you  today  the  summarization  of  perspectives  on  women's  health 
issues  1  have  noted  over  the  past  22  years  of  my  practice  as  well 
as  those  noted  by  my  colleagues  at  St.  Francis  since  first 
diagnosing  alcoholism  as  a  primary  disorder  in  1944.  As  wall  1 
speak  in  behalf  of  the  many  courageous  recovering  women  I  have 
been  privileged  to  treat  over  the  years. 

Women  are  different  than  men.  However,  the  differences  may 
challenge  our  current  knowledge  and  beliefs  we  hold  about  men  and 
women  who  use  ATODs.  It  is  estimated  that  approximately  10-12% 
of  our  population  will  develop  an  addiction  to  ATODs  in  their 
lifetime;  another  20%  will  abuse  ATODs  to  a  level  where  they 
experience  life  disruptions  as  a  result  of  their  use.  Most  of 
the  research  about  addiction  has  been  based  on  predominately  male 
programs,  particularly  because  prior  to  the  1980' s,  women  did  not 
use  or  certainly  seek  treatment  as  frequently  as  men,  and  as 
well,  treatment  providers  simply  did  not  meet  the  needs  of  women. 
However,  more  recent  studies  indicate  a  more  realistic  picture  of 
women  who  use  ATODs.   Some  of  the  findings  include: 

^Nearly  26  percent  of  females  ages  12  through  17  have  used 

an  illicit  drug,  compared  to  24  percent  of  their  male 

counterparts; 
*0f  the  age  group  12  through  17  years,  100,000  females  and 

88,000  males  have  tried  crack  cocaine; 
*More  than  5  percent  of  the  4  million  women  who  gave  birth 

in  the  U.S.  in  1992  used  illegal  drugs  at  some  time  during 

their  pregnancy; 
^Approximately  375,000  babies  positive  for  illicit  drug  use 

are  born  each  year  in  the  U.S.; 

♦67  percent  of  tromen  who  identified  themselves  as  alcoholics 
reported  that  they  have  been  sexually  abused  by  an  older 
person  during  childhood; 

*19  percent  of  alcohol  abusing  or  dependent  women  also  meet 
the  diagnostic  criteria  for  lifelong  diagnosis  of  major 
depression; 

♦Women  are  more  likely  to  reach  treatment  with  alcoholism 
combined  with  other  drug  use,  notably  abuse  of  pre- 
scriptions by  their  doctors  more  frequently  than  men. 

Certainly  this  list  is  not  exhaustive  but  it  can  assist  in 
understanding  the  problems  women  encounter  when  they  use  ATODs. 

One  of  the  major  problems  encountered  is  the  lack  of 
identification  of  women  who  use  ATODs.  Some  of  this  still  has  to 
do  with  the  stereotype  of  who  we  believe  the  labelled  addict  to 
be  but  mostly  this  under-identif Ication  is  related  to  the  lack  of 
awareness  and  skill  of  professionals  to  diagnose  and  treat 
addiction,  inaccessible,  inappropriate  or  over-filled  treatment 
programs,  misconceptions  about  levels  of  care  needed,  and  lack  of 
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health  care  coverage.  Clinicians  are  frequently  faced  with  the 
dilensma  of  "What  do  I  do  now?"  when  confronted  with  a  women 
presenting  for  care.  Particularly  with  mothers  or  pregnant  women 
who  use  ATODs,  this  issue  is  often  construed  from  a  medical  one 
to  that  of  a  legal  one,  oftentimes  alienating  the  suffering 
addict  from  treatment  by  fear  of  removal  of  her  children. 
Oftentimes,  the  woman  addict  seeks  treatment  for  her  health 
concerns  out  of  the  fear  of  interference  with  the  care  of  her 
children  moreso  than  the  care  of  herself,  her  esteem  rotted  by 
her  drug  use.  Once  identified  and  offered  treatment,  a  woman 
frequently  finds  programs  expect  her  to  focus  on  her  recovery  and 
leave  "outside  issues"  of  her  children  and  home  out  of  the 
therapeutic  realm,  causing  tremendous  conflict  for  her  and 
oftentimes  ending  up  in  the  termination  of  treatment.  Also,  the 
understanding  of  the  woman's  cultural  beliefs,  relationships,  and 
values  is  often  minimized  because  of  the  focus  on  the  behavior 
demonstrated  while  using  rather  than  on  how  these  foundations  may 
be  viewed  as  strengths  and  utilized  positively  in  recovery. 

As  well,  many  clinicians  offer  well-intentioned  medical 
assessments  and  interventions  to  women  without  the  knowledge  or 
skill  in  the  utilization  of  more  appropriate,  highly  specialized 
medical  protocols.  These  include  the  supervised  detoxification  of 
pregnant  women  from  non-opiate  type  drugs,  polydrug 
detoxification,  conversion  of  opiate-using  pregnant  women  to 
Methadone,  referral  of  women  to  structured  programming  for 
followup,  and  neonatal  assessment  and  detoxification. 

As  well,  continued  health  care  for  problems  related  to  ATOD 
use  is  essential.  Some  of  the  problems  may  be  related  directly  to 
the  initial  use  of  ATODs,  such  as  post  traumatic  stress  disorder 
after  emotional  or  sexual  abuse,  or  domestic  violence, 
depression,  stress  disorders,  premenstrual  syndrome,  or  pelvic 
inflammatory  disease.  Others  may  be  consequential  to  the  ATOD 
use,  such  as  hypertension  and  heart  disease,  liver,  kidney,  and 
pancreatic  disease,  dental  caries,  and  sexually  transmitted 
diseases,  including  as  HIV  and  hepatitis.  Particularly  during 
pregnancy,  problems  such  as  miscarriage,  stillbirth,  premature 
labor,  abruption  of  the  placenta,  localized  and  systenic 
Infections  and  poor  uterine  growth  require  specialized  medical 
protocols  for  managenent.  After  delivery,  the  newborn  baby  may 
experience  withdrawal,  respiratory  distress,  feeding  problems, 
neurobehavioral  problems,  infections,  and  poor  development  which 
requires  expert,  specific  medical  care. 

Besides  these  specific  consequences  of  ATOD  use  by  women, 
there  are  others  which  present  great  concern  and  require  mention. 
First  of  all  is  the  prevention  of  the  spread  of  ATOD  use  to  the 
next  generation.  Whether  it  be  through  genetic  inheritance, 
learned  behavior,  metabolic  intolerance,  or  euphoria-seeking,  our 
future  generations  are  at  risk  for  developing  addictions.  It  is 
critical  that  we  keep  the  prevention  of  this  intergenerational 
transmission  a  priority  if  we  are  to  continue  as  a  society. 

Children  of  addicts  are  at  risk  not  only  for  developing 
their  own  addictions  but  also  for  developmental  problems, 
physically  as  well  as  psychosocially.  Much  has  been  publicized 
about  the  effects  of  crack  cocaine  on  children,  which  generally 
have  not  occurred.  However,  more  subtle  effects  do  occur  which 
present  a  greater  concern  to  us,  such  as  child  neglect  which 
results  in  anger,  deteriorated  self-esteem,  resentments,  and 
stress  disorders  in  children.  Many  children  cannot  reach  their 
developmental  milestones  because  they  must  care  for  their  using 
parents  or  siblings.  Placement  in  foster  care  oftentimes  creates 
greater  worry  for  the  children  as  well  as  places  them  at  risk  for 
other  abuse.  The  family  unit  is  all  but  ruined  many  times  due  to 
addiction. 
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It  is  essential  that  in  considering  the  consequences  of 
addiction  that  the  effect  on  the  entire  family  is  included. 
Women  who  use  ATODs  often  have  an  addicted  partner. 
Relationships  based  on  mutual  love,  respect,  and  responsibility 
are  replaced  by  dependency,  abuse,  and  mistrust.  This  leaves  a 
deficient,  inconsistent  environment  for  recovery  as  well  as  for 
care  of  the  children.  Increasingly  women  in  treatment  report 
using  with  their  parents.  Extended  family  members  often  step  in 
to  relieve  the  users  from  their  responsibilities,  enabling  them 
to  use  even  more.  The  extended  family  becomes  stressed  and 
resentful  due  to  their  increased  burden.  Oftentimes  the 
addiction  interferes  with  completion  of  education  and  maintenance 
of  self-sufficient  employment,  resulting  in  dependency  on 
publicly  funded  health  care  and  welfare  programs. 

Other  consequences  of  ATOD  use  by  women  can  be  listed  at 
length.  Besides  the  direct  consequences  to  the  user  herself, 
indirect  consequences  occur  to  her  family,  to  her  community,  and 
to  society  as  a  whole.  Whether  using  while  pregnant  or  after 
delivery,  the  ability  to  effectively  perform  as  an  individual  as 
well  as  to  lovingly  nurture  and  parent  a  child  are  impaired. 
Older  siblings  may  care  for  the  yoxinger  children.  Oftentimes 
both  parents  use,  so  extended  family  members  assume  the  care  of 
the  children.  Medical  care  and  foster  care  of  children  create  a 
burden  on  the  health  care  and  welfare  system.  As  a  result  of  the 
consequences  of  the  ATOD  use,  those  affected  frequency  become 
angry  and  blame  the  primary  victim  of  the  use,  the  user  herself. 
However,  to  truly  understand  the  spectrum  of  problems  is  to 
understand  and  act  empathetically  towards  the  treatment  of  women 
who  use  ATODs,  especially  during  pregnancy  and  parenting  stages 
of  their  lives. 

There  are  several  suggested  strategies  which,  when  included 
in  a  comprehensive  plan  utilizing  existing  services,  may  greatly 
improve  the  outcomes  in  women  who  use  ATODs  and  their  children 
and  families  as  well  as  disrupt  the  intergenerational 
transmission  of  addiction.  These  include: 

♦Existing  ATOD  programs  may  improve  accessibility  to  women 
by  gender  and  cultural  awareness  initiatives  in  order  to 
promote  retention  and  effectiveness  of  their  services. 

♦Collaboration  initiatives  between  providers  to  dovetail 
rather  than  duplicate  services  provide  comprehensive 
service  delivery  along  the  continuum  of  recovery. 

♦Training  programs  for  professionals  by  way  of  technical 
assistance  support  the  early  identification  and  treatment 
of  women  before  the  consequences  progress. 

♦Uniform  admission  criteria  to  levels  of  care  allow 
specialixed  protocols  to  be  instituted  to  reduce  the 
complications  of  ATOD  use,  especially  during  pregnancy. 
Associated  health  care  problems  can  be  addressed  to  promote 
wellness  in  recovery. 

♦Treatment  programs  for  women  must  not  only  address 
abstinence  and  relapse  prevention,  but  also  other  issues 
such  as  survivorship  from  abuse,  coping  and  problem  solving 
skills  development,  promotion  of  self-esteem,  recovery  from 
other  physical  and  emotional  disorders,  and  educational  and 
vocational  rehabilitation  for  self-reliance.   Also  included 
as  a  part  of  treatment  must  be  safe,   therapeutic  chi Idcare 
where  the  children  are  evaluated  for  strengths  as  well  as 
problems  and  nurtured  and  disciplined  appropriately  while 
parents,  both  mothers  and  fathers,  participate  in  parenting 
skills  training  specifically  designed  to  meet  their 
children's  needs. 
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*In  home  services  support  recovery  and  self-reliance  by 
deraonstrating  basic  life  management  skills  such  as 
budgeting  and  household  nanageoent,  accessing  and 
maintaining  health  care,  asBuning  increasing 
responsibilities,  and  entering  the  work  force. 

♦Community  outreach  facilitates  the  collaboration  of 
providers  to  individualize  yet  comprehensively  service 
women  and  fosters  creative  management  when  traditional 
services  are  not  adequate. 

♦Family  oriented  programs  invite  partners  and  extended 
faimily  members  to  promote  greater  healing  and  support  them 
as  caregivers  through  difficult  times.  As  well,  family 
members  may  access  treatment  for  themselves  as  a  result. 
Prevention  and  early  intervention  programs  for  the  children 
of  addicts  allows  development  of  feeling  expression,  self- 
esteem,  decision  making,  and  other  alternatives  to  the  use 
of  ATODs. 

Through  these  strategies,  women  who  use  ATODs  may  be 
empowered  to  function  not  only  as  responsible  adult  individuals, 
but  also  as  essential  family  leaders.  As  well,  as  their  growth 
in  recovery  continues,  they  can  share  with  the  community  as  a 
whole  their  experiences  and  serve  as  role  models,  as  workers,  and 
as  advisors  to  us  all. 

It  is  from  the  experiences  of  bravely  recovering  women  that 
I  bring  you  this  presentation  today  and  suggest  to  you 
prioriti2ing  appropriation  to  strategic  initiatives  such  as  I 
just  discussed  for  women  who  use  ATOOs  and  their  children  and 
families.  I  am  greatly  honored  to  speak  in  their  behalf  and  only 
hope  I  have  represented  them  openly,  honestly,  realistically,  and 
erepathetically.  I  pray  that  you,  also,  take  on  this  task  in 
representing  this  courageous  and  yet  suffering  group,  in  hope  of 
our  collective  recovery  from  the  devastating  effects  of 
addiction,  in  our  generation  and  those  to  come. 

Thank  you. 

IMPACT  ON  CHILDREN  OF  CRACK  COCAINE 

Senator  Specter.  Thank  you  very  much,  Ms.  Miller.  Beginning 
the  first  question  with  you,  Ms.  Miller,  on  the  impact  on  children 
of  crack  cocaine.  It  is  absolutely  horrible  to  think  that  with  the  dif- 
ficulties of  coming  into  this  world,  a  child  or  baby  is  bom  a  crack 
cocaine  addict.  One  of  the  things  we  have  been  working  with  in  the 
Judiciary  Committee  is  the  so-called  drug  corps,  something  that  I 
worked  on  back  in  my  days  as  district  attorney.  We  now  have  fund- 
ing to  have  drug  corps.  And  one  of  the  things  that  I  am  trying  to 
do  is  to  have  it  established  in  at  least  the  major  cities  in  Penn- 
sylvania. The  theory  of  the  drug  corps  is  people  who  have  drug  ad- 
diction problems  will  come  to  the  corps  and  the  users  will  be  sepa- 
rated out  from  the  sellers,  or  the  sellers  ought  to  have  long  sen- 
tences, and  the  users  should  be  dealt  with  in  a  rehabilitative  sense. 

Let  us  focus  on  a  woman  who  is  pregnant  who  is  a  crack  cocaine 
addict.  If  there  is  some  early  intervention  at  an  early  stage  in  preg- 
nancy, she  might  have  a  referral  to  the  drug  corps  with  the  option 
then  of  looking  at  jail  or  looking  into  rehabilitation  with  the  view 
of  saving  the  infant.  My  question  to  you  is,  to  what  extent  could 
we  identify  these  women  at  an  early  stage  of  pregnancy  to  try  to 
have  some  remedial  impact  before  child  birth? 
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Ms.  Miller.  I  believe  that  there  can  be  a  great  impact  made,  and 
what  we  know  is  the  treatment  programs  that  do  utiUze  that  type 
of  approach  do  work.  We  are  able  to  get  people  into  satisfactory  re- 
covery for  a  period  of  time.  And  we  follow  them  up  for  at  this  point 
over  a  year. 

Senator  Specter.  Can  you  tell  in  a  prenatal  visit  early  on  that 
the  woman  is  a  crack  cocaine  user? 

Ms.  Miller.  I  think  if  we  use  better  identification  tools,  if  we're 
relying  just  upon,  say,  a  drug  screen  or  the  woman  reporting  that, 
I  don't  know  that  that  would  be  the  case.  I  think  that  as  with  any 
other  disease  that  impacts  the  outcome  of  a  pregnancy,  all  women 
randomly  and  intermittently  during  pregnancy  should  receive  drug 
screening  to  determine  their  level  of  use  and  then  go  from  there 
with  education,  prevention. 

Senator  Specter.  Well,  if  they  do  voluntarily,  fine.  But  if  they 
don't,  how  do  we  find  that  out? 

Ms.  Miller.  We  do  that,  for  example,  the  doctors  do  that  now 
with  diabetes  or  with  other  things.  Urine  samples  are  provided  in 
every  visit  to  determine  something  like  urine  glucose  levels  to  de- 
termine whether  or  not  there's  going  to  be  a  problem  with  the  preg- 
nancy. I  believe  the  same  thing  needs  to  be  done.  But  not  using  it 
for  a  punitive  effort  but  for  a  treatment  effort,  for  identification 
and  then  referral  and  then  hoping  then  to  improve  the  outcome 
with  the  children.  We  know  that  if  we  don't  do  that,  things  like  at- 
tention deficit  disorders,  hyperactivity,  other  learning  disabilities, 
the  children  will  be  growing  up  in  deficient  environments  because 
of  their  parents'  addiction 

Senator  Specter.  Can  everyone  hear  in  the  hall?  Is  the  voice  car- 
rying? Anyone  that  cannot  hear  raise  their  hand?  Anyone  who  can 
hear  raise  their  hands. 

Ms.  Miller.  We  know  that  that  treatment  would  be  effective  and 
we  have  demonstrated  that  through  funding  that  we  have  received 
in  a  demonstration  grant,  through  OCEF  back  in  the  early  1990's. 
We  had  received  that.  Unfortunately,  funding  was  cut  3  years  into 
a  5-year  grant. 

Senator  Specter.  Thank  you  very  much,  Ms.  Miller.  Ms.  Linhart, 
let  me  turn  to  a  question  for  you  now.  On  the  final  example  you 
gave  of  the  young  woman  who  had  to  push  on  three  primary  care 
physicians  to  have  a  referral  to  a  specialist,  our  hearing  on 
Wednesday  had  a  number  of  witnesses,  one  of  whom  was  from 
HCFA.  And  they  testified  on  two  points,  I  would  mention,  one  on 
the  so-called  gag  rule.  I  thought  the  testimony  was  astounding  and 
would  solicit  support  from  everybody  here  to  help  me  try  to  make 
a  change  on  that. 

There  is  a  problem  on  the  capitation  of  financial  benefits  to  the 
primary-care  physician  for  not  referring  to  a  specialist.  The  Senate 
passed  an  amendment  banning  the  so-called  gag  rule,  which  did 
not  reach  its  way  to  final  law.  The  President  spoke  on  the  subject 
according  to  Mr.  Fried,  the  head  man  at  HCFA,  some  4  to  5 
months  ago.  But  HCFA  has  not  taken  any  action  which  it  can  by 
regulation  to  stop  the  gag  rule. 

I  was  astounded  to  hear  the  administrator  say  they  intended  to 
do  nothing  until  January  1,  and  I  urged  him  to  do  something  that 
afternoon.  From  November  13,  which  was  Wednesday,  until  De- 
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cember  31,  there  are  48  days,  and  a  lot  can  happen  to  a  person's 
health  in  48  minutes  or  48  hours,  let  alone  in  48  days. 

And  the  second  facet  discussed  on  Wednesday's  hearing  involved 
a  program  to  compensate  doctors  who  lost  more  than  25  percent  of 
their  income  for  referrals  which  cost  the  managed  care  system 
money.  Notwithstanding  the  fact  that  Federal  legislation  in  1990 
required  a  regulation  of  this  effect,  HCFA  still  has  not  yet  done 
that.  And  my  question  to  you,  Ms.  Linhart,  is,  to  what  extent  do 
you  think  this  is  an  ongoing,  active  problem,  a  failure  of  primary 
care  physicians  to  make  referrals  to  necessary  specialists? 

Ms.  Linhart.  I  think  that  the  system  is  set  up  in  such  a  manner 
that  that  can  happen.  I'm  not  sure  that  it  is  prevalent.  We  always 
hear  the  horror  stories  when  that  does  occur.  I  think  the  major 
thing  that  we  need  to  do  is  to  make  women  understand  what  their 
rights  are  under  the  plan,  because  a  lot  of  times  if  they  know  that 
they  have  the  right  to  see  the  specialist,  and  if  they  really  ask  for 
that  and  not  just  rely  upon  the,  you  know,  primary  care  physician 
to  say,  "no;  that's  not  covered." 

Senator  Specter.  You  should  not  take  what  your  doctor  says  as 
the  final  word? 

Ms.  Linhart.  Right.  I  think  that  we  really  need  to  educate 

Senator  Specter.  I  found  out  a  little  about  that. 

Ms.  Linhart  [continuing].  The  women  that  they  have  a  right  to 
really  demand  that  they  be  able  to  see  a  specialist  if  they  are  a 
member  of  the  plan,  and  all  too  often  women  don't  feel  empowered 
to  make  that  kind  of  stand. 

The  system  is  set  up  that  that  could  occur.  I'm  not  sure  that  the 
abuses  are  that  prevalent,  because  I  have  faith  and  integrity  in  a 
majority  of  our  providers. 

Senator  Specter.  Well,  I  would  solicit  everybody  in  this  room 
and  everybody  within  earshot  anywhere  who  has  a  problem  with 
this  line  to  report  it,  report  it  to  my  office  here  in  Pittsburgh,  be- 
cause we  need  to  quantify  to  what  extent  this  is  a  problem  to  see 
what  we  are  going  to  do  about  it.  What  we  are  tr3dng  to  do  is  to 
put  into  effect  an  appellate  rise,  not  only  within  the  managed-care 
system  but  also  to  health  and  human  services  so  we  can  have  a  re- 
sponse. 

Dr.  Roberts,  let  me  turn  to  you  on  this  question  of  NIH  funding, 
and  I  thank  you  for  your  comments  about  the  increase  in  funding 
and  the  meeting  in  the  last  2  days.  There  was  extensive  publicity 
about  decreasing  rates  of  cancer.  In  a  generalized  sense,  to  what 
extent  can  the  medical  profession  provide  assurances  or  guideposts 
to  encourage  Congress  to  appropriate  more  money  where  we  see 
tangible  results  on  diseases  like  cancer?  If  we  can  really  show  the 
tangible  achievement  that  has  been  achieved  in  so  many  lives,  Alz- 
heimers,  cystic  fibrosis,  progress  in  AIDS,  heart  disease,  more 
funding  is  possible  even  yet.  It  is  a  very  high  priority  item.  What 
can  be  done  within  the  medical  profession  to  try  to  give  that  am- 
munition of  evidence  to  the  Congress? 

Dr.  Roberts.  I  think  there's  a  couple  of  levels.  There  is  one 
issue,  of  course,  that,  in  fact,  has  been  somewhat  problematic,  and 
that  has  been  that  evidence  has  been  presented  by  advocates  which 
is  very  appropriate,  but  it  is  frequently  who  yelled  the  loudest,  who 
got  the  most  attention  as  opposed  to  what  disease  was  most  impor- 
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tant  and  got  the  most  attention  and  that  does  have  some  implica- 
tions. 

I  do  think  that  there  are  two  parts  of  it.  I  think  it  is  important 
that  the  research  and  medical  community  be  able  to  relate  to  peo- 
ple, not  only  tangible  evidence  of  improvement,  but  also  that  the 
public  be  aware  of  evidence  as  heading  toward  tangible  improve- 
ments. Because  frequently — I  remember  a  conversation  that  we 
had  at  a  setting  some  months  ago  over  when  you  were  AFSCME 
versus  Pittsburgh  factory,  and  what  you  were  asking,  what  month 
will  we  have  the  genes  for  this  and  so  on.  It's  very  difficult  to  come 
up  with  those  answers.  But  the  evidence  that  is  of  the  present,  that 
we  have  made  tremendous  progress  in  understanding  cancer,  that 
we  know  about  this  disease  in  ways  we  never  did  before  which  will 
inevitably  lead  to  progress.  Whether  you  can  set  a  date  or  not,  I 
think  this  information  needs  to  get  through  to  people. 

So  we  need  to  relay  to  people  not  only  the  tangible  progress  but 
our  steps  on  the  weight  of  tangible  progress.  And  I  think  that  in 
my  opinion  is  one  of  the  places  we  as  researchers  really  dropped 
the  ball.  We  have  not  informed  people  of  the  information  that's 
available.  People  get  very  excited  when  you  have  a  cure,  but  when 
you  come  up  with  information  that  is  directed  toward  a  cure,  that 
doesn't  get  nearly  the  attention  and  yet  in  terms  of  a  long-range 
picture,  that's  every  bit  as  important. 

Senator  Specter.  Well,  we  do  push.  I  do  push  pretty  hard  for 
specific  answers.  The  year  before  last  the  House  budget  cut  NIH 
by  $1  billion,  and  I  convened  a  hearing  of  the  Senate  on  the  NIH. 
You  ought  to  come  sometimes,  ladies  and  gentlemen,  there  are  25 
in  a  big  room,  probably  the  greatest  collection  of  brains  as  John  F. 
Kennedy  will  say  since  Thomas  Jefferson  dying  alone  in  the  White 
House. 

I  wanted  to  know  what  they  could  do  with  more  money  and  what 
they  could  not  do  without  the  money,  and  I  tried  to  lay  that  on  the 
line  to  a  very  barcelonious  Congress  facing  a  lot  of  tough  priorities. 

Ms.  Friday,  let  me  turn  to  you  for  a  moment.  I  have  a  question 
about  how  we  get  women  to  report  domestic  violences  and  a  lot  of 
progress  has  been  made.  But  I  wonder  how  far  we  have  gone,  how 
far  we  have  scratched  the  surface  and  how  much  of  it  is  not  re- 
ported. 

I  reflect  on  a  first  case  I  have,  one  of  the  first  cases  I  had  as  an 
assistant  district  attorney  when  we  had  preliminary  hearings  the 
morning  after  the  event.  One  of  the  first  matters  I  saw  was  a 
woman  in  Philadelphia  in  the  intercity  who  came  into  court  with 
a  severe  knife  wound  that  started  about  at  her  forehead  and  went 
down  her  neck  and  all  the  way  to  her  waist.  She  was  lucky  to  sur- 
vive the  attack  the  night  before  she  came  in,  the  bandage  was  ooz- 
ing and  she  didn't  want  to  testify. 

I  pointed  out  to  her  it  wasn't  her  choice,  because  it  wasn't  her 
case  against  her  common  law  husband.  It  was  the  case  of  the  Com- 
monwealth of  Pennsylvania,  and  she  had  a  duty  under  the  law  to 
testify  whether  she  wanted  to  or  not.  Ultimately  she  didn't  because 
we  couldn't  compel  her  to  do  so. 

And  since  that  instance,  I've  wondered  how  we  really  induce 
women  to  come  forward  and  get  the  kind  of  help  which  is  being 
provided  for  them  under  the  kind  of  funding  which  we're  moving 
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toward.  How  successful  do  you  think  we  are  in  getting  women  to 
come  forward  and  what  more  can  we  do? 

Ms.  Friday.  The  Harvard  Law  Review  in  the  last,  oh,  maybe — 
I  don't  know  which  issue,  maybe  the  last  4  months  devotes  quite 
a  bit  of  time  to  that  question.  And  to  the  question  of  whether  we 
should  mandate  women  to  testify,  estimating  that  maybe  only  10 
percent  would  ever  come  to  trial  and  so  on. 

It's  a  good  article  about  the  tensions  and  whether  we  should  do 
that  or  not.  We  also  know  some  of  the  reasons  women  still  don't 
testify,  and  those  are  several  problems  that  we  would  have  to  ad- 
dress. The  criminal  justice  system  or  the  justice  system  has  im- 
proved. But  it  still  creeps — maybe  the  assistant  district  attorney 
that's  going  to  be  prosecuting  doesn't  know  anything  about  domes- 
tic violence,  if  there's  not  a  special  domestic  violence  unit.  So  peo- 
ple lose  faith,  things  get  plea  bargained. 

So  there's  some  tension  about  how  effective  is  the  justice  system 
for  domestic  violence  victims  when  they  do  go  the  whole  route  and 
that's  a  continual  working  in  the  different  problems.  I'm  optimistic, 
not  pessimistic,  but  that  is  one  of  the  reasons.  People  reporting  it 
all,  I  think  you're  only  talking  about  following  through  with  testify- 
ing once  it  is  reported,  the  same  thing  with  under  reported.  Why 
don't  people  report  it  and  seek  help?  That  goes  back  to  some  of  that 
research  I  was  talking  about  to  interview  people  more,  but  that's 
the  tension,  should  they  be  mandated  to  or  not. 

Senator  Specter.  Well,  I  think  that's  a  corollary  value  of  a  con- 
ference of  this  sort  to  try  to  raise  the  level  of  awareness  and  try 
to  find  more  women  and  try  to  spread  the  message. 

Let  us  now  invite  your  questions  from  you,  ladies  and  gentlemen 
of  the  audience.  The  first  volunteer  gets  to  come  forward  and  have 
a  private  microphone. 

Unidentified  Speaker.  I'll  talk  about  a  piece  that  was  on  NPR 
just  yesterday  talking  about  San  Diego  and  the  fact  that  they  don't 
require  the  women  to  testify.  They  seem  to  have  developed  a  pro- 
gram so  that  the  law  enforcement  people  have  to  do  the  research 
to  make  it  possible  to  bring  a  case  against  the  abuser? 

Senator  Specter.  In  San  Diego  they  do  not  require  the  woman 
to  testify? 

Unidentified  Speaker.  That's  right.  And  they've  gone  ahead 
and  they  claim  that  there's  quite  a  reduction  in  the  number  of 
cases.  There's  different  questions  about  it  but  maybe  it's  something 
we  ought  to  look  at. 

Senator  Specter.  Well,  go  ahead,  Ms.  Friday. 

Ms.  Friday.  San  Diego  is  held  up  as  a  model  of  a  certain  kind 
of  aggressive  prosecution  of  domestic  violence.  It  devoted — I  don't 
know,  I  think  it's  30  police  as  a  domestic  violence  unit.  It's  struc- 
tured differently.  Allegheny  County,  to  be  particular,  is  the  only 
county  in  the  Nation  structured  the  way  we  are  with  these  little 
tiny  municipalities  and  so  on  and  big  municipalities. 

In  talking  with  our  local  district  attorney,  one  of  the  first  things 
he  doesn't  want  is  training  for  our  district  attorneys  by  San  Diego 
people  because  it's  structured  so  differently.  But  I  do  agree  the  ten- 
sion is  still  there,  how  do  you  make  it  effective?  And  the  decision 
isn't  there  yet  as  to  whether  women  should  have  to,  we  have  al- 
ways taken  the  stands  in  domestic  violence  programs  that  it's  their 
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choice.  There's  just  some  questioning  as  to,  is  this  the  most  effec- 
tive way  to  carry  out  prosecution  because  it's  not  a  real  good  case. 
The  prosecutor  can  tell  you  if  there's  no  witnesses. 

Senator  Specter.  I  do  not  know  the  San  Diego  experience  and 
I  would  be  interested  to  learn  more.  There  is  a  constitutional  right 
to  confront  a  witness  so  that  you  cannot  convict  someone  postpun- 
ishment  constitutionally  unless  the  witness  is  present.  But  there 
may  be  a  way  to  take  statements  made  by  a  woman  and  in  a  medi- 
ation sense  or  in  an  informal  sense  confront  a  defendant. 

In  grand  juries,  for  example,  we  use  hearsay  so  a  policeman  can 
testify.  That's  only  to  establish  probable  cause  of  an  indictment, 
but  I  can  see  that  you  can  have  an  interviewing  officer  sit  in  a 
room  with  the  defendant  and  a  judge  and  say  this  charge  has  been 
brought  and  perhaps  we  can  conclude  it  at  this  stage  without  going 
to  a  formal  trial  where  witnesses  appear  and  read  from  a  report 
and  invite  a  defendant  to  make  a  response  and  invite  the  judge  to 
make  some  determination,  which  could  be  a  good  screening  process. 
It  can't  go  so  far  as  to  get  a  conviction  and  to  impose  a  penalty 
without  the  confrontation. 

But  I'm  going  to  take  a  look  at  San  Diego.  I  think  it's  an  aggres- 
sive approach  there  and  following  different  lines  is  one  which  ought 
to  be  pursued.  You  have  a  similar  issue  with  children  who  testify 
and  the  inability  of  them  to  come  into  a  courtroom  and  look  at 
their  accuser,  frequently  a  relative  and  going  back  to  the  same 
household.  There  have  been  experiments  on  confrontation  through 
television,  so  that  the  child  would  see  the  individual  on  a  television 
screen  and  vice  versa,  so  that  there's  not  that  immediate  confronta- 
tion. 

But  it  is  a  very  tough  matter  where  the  child  or  the  woman  is 
going  to  go  back  into  the  household  or  be  susceptible  to  stalking 
or  attacks  later.  It's  a  big  disincentive,  and  we  have  so  many  cases 
where  there's  a  report  and  later  there's  a  homicide  after  the  fact. 
It's  very,  very  tough,  do  you  have  an  easy  question? 

Unidentified  Speaker.  Yes;  I  do.  To  Ms.  Linhart  and  yourself, 
Senator  Specter,  having  just  completed  the  annual  reupping  of  in- 
surance and  filling  out  the  form,  I  notice  that  the  coverage  is  de- 
creasing. Just  getting  a  basic  ob/gyn  visit  to  be  covered,  they'll 
cover  any  tests  you  need,  pap  smears,  the  mammograms,  but  the 
basic  visit  that  a  woman  has  to  pay  for  often  isn't  covered  or  it's 
decreasing  tremendously  the  amount  that  they  cover.  And  I  wonder 
what  can  be  done  to  help  women  to  have  access  to  this,  so  that  we 
can  get  to  it  and  not  be — you  know,  particularly  for  women  who  are 
scraping  by  to  get  by,  they  need  this  care  and  they  can't  get  to  it. 
And  how  can  you  do  something  about  that? 

Senator  Specter.  Ms.  Linhart. 

Ms.  Linhart.  I  can  even  tell  you  another  example  that  is  even 
more  disturbing  and  that  is  that  some  employer  groups  are  starting 
to  define  some  basic  coverage  issue.  There's  a  large  employer  in  the 
area  who  they  can  have  the  ability  to  design  their  own  plan.  And 
in  their  plan  design  the  woman  is  covered  for  an  ob/gyn  visit  every 
3  years  under  that  plan. 

And  so  again,  as  employers  now  they  are  starting  to  actually  de- 
fine what  will  be  covered,  and  I  know  that  that  will  definitely  influ- 
ence how  women  use  care.  As  employers  are  looking  for  ways  to  re- 
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duce  their  own  health  care  benefit  costs,  unfortunately,  more  and 
more  of  those  cost  pressures  are  being  put  to  women  and  on  the 
other  side  they  are  being  put  to  providers  too. 

So  you're  right,  I  think  that  in  a  lot  of  areas  you're  seeing  de- 
creased coverage  and  more  of  those  costs  being  pushed  to  women. 
Again,  one  of  the  things  I  want  to  make  sure  is  that  we  find  a  way 
that  women  know  what  they  are  choosing.  It  is  so  complicated,  and 
you  as  an  educated  woman  know  what  you're  choosing  and  see  it 
so  often,  especially  in  the  medical  assistance  area  where  people  are 
making  decisions  based  upon  contact  lenses  that  are  offered  or 
toasters.  They  are  looking  for  what  is  the  incentive  and  have  no 
idea  what  they  are  purchasing  and  what  they  are  entitled  to.  And 
they  may  come  up  with  something  that  really  puts  barriers  to  it. 

Senator  Specter.  Well,  the  issue  of  cost  is  overwhelming.  That 
is  coverage,  we  have  37  to  40  million  Americans  now  not  covered. 
We  have  the  question  of  advocacy  of  coverage,  the  question  of  the 
working  poor.  Some  advances  were  made  with  Kennedy  and  Kasse- 
baum  but  there's  still  a  lot  more  to  be  done. 

I  have  introduced  comprehensive  legislation  in  both  103d  and 
104th  Congresses  and  will  reintroduce  it  again.  My  basic  view  is 
we  have  the  doctors  and  the  hospitals  and  the  equipment  and  the 
nurses  and  the  pharmaceuticals  to  provide  coverage  for  all  Ameri- 
cans if  we  can  find  a  way  to  pay  for  it  and  the  mechanism  to  de- 
liver it.  And  there  are  lots  of  savings  possible  on  low  birth  rate  ba- 
bies, thousands  bom  each  year,  multibillion  dollar  costs  because  of 
the  absence  of  prenatal  care,  and  tremendous  costs  in  health  care 
costs,  in  terminal  care  where  we  do  not  give  people  their  choices. 
Nobody  should  tell  anybody  else  how  much  care  to  get  in  their  last 
few  days  and  it  is  a  matter  of  delivery. 

The  availability  of  mammograms  or  the  MRI's,  I  found  a  very  se- 
rious problem  fortuitously  assisting  on  an  MRI  and  no  reason  why 
MRI's  can't  be  run  around  the  clock.  It  might  be  inconvenient  to 
go  at  3  a.m.,  but  a  lot  of  people,  it  would  save  their  lives  if  they 
went  at  3  a.m.,  as  opposed  to  a  more  convenient  time. 

And  that  is  our  search,  our  search  is  to  find  ways  to  utilize  the 
resources.  The  real  issue  is  how  much  do  you  have  by  way  of  need 
and  how  much  do  you  have  by  way  of  resources  and  then  define 
the  mechanism.  I,  personally,  am  convinced  that  with  $1  trillion  we 
spend  on  health  care  costs,  we  could  do  it  if  we  found  the  delivery 
system. 

So  I  invite  you,  if  you  want  to  see  Senate  bill  18,  I  will  be  glad 
to  send  it  to  you  if  you  drop  me  a  note.  Could  you  step  forward  and 
you  do  not  have  to  speak  quite  so  loudly? 

Ms.  Fenwitz.  I'm  Joanne  Fenwitz.  I  wanted  to  follow  up  on  your 
last  remarks.  Senator,  because  it  seems  to  me  that  in  the  health 
care  debate,  we  talk  a  lot  about  the  patient  problems  and  we  talk 
about  the  doctors,  but  we  haven't  been  doing  much  discussion 
about  the  insurance  companies.  And  they  are  actually  the  ones — 
when  we  talk  about  needing  money,  they  are  the  ones  that  are  rak- 
ing in  the  millions  of  dollars  that  should  be  going  to  better  health 
care  and  more  across  the  board  equality  of  health  care. 

I  think  the  highest  paid  CEO  in  the  Nation,  if  I'm  not  mistaken, 
is  the  head  of  a  health  insurance  company.  So  my  question  is, 
given  our  more  recent  experiences  since  managed  care  came  into 
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our  lives,  do  you  think  there  might  be  some  reconsideration  in  Con- 
gress of  the  possibiHty  of  moving  toward  a  single  payer  system 
where  we  would  basically  eliminate  that  middle  person  and  have 
the  providers  and  the  patients  have  a  more  direct  relationship? 

Senator  Specter.  Well,  the  single  payer  system  was  the  core  of 
the  Clinton  administration  proposal  in  1993  and  it  did  not  receive 
a  warm  reception  anywhere.  Senator  Mitchell,  who  was  the  major- 
ity leader  and  took  the  advocacy  role  for  the  administration,  could 
not  find  any  significant  support  within  his  own  majority  party.  And 
I  saved  you  the  trauma  of  having  you  see  my  chart  this  morning, 
I  deliberately  did  not  bring  it,  which  outlined  in  graphic  form  the 
107  new  agencies,  boards  and  commissions  and  the  47  existing  bu- 
reaus given  new  tasks.  And  I  think  there  is  pretty  much  a  consen- 
sus in  the  Congress  to  approach  health  care  incrementally.  That  is 
just  a  starter  as  to  how  we  do  it  to  reach  the  people  who  are  now 
not  covered  and  give  adequate  coverage  to  those  who  are. 

And  when  you  talk  about  the  HMO's,  that  is  a  golden  sore.  I 
travel  the  counties  and  I  hear  more  about  that  than  any  other  sin- 
gle thing.  And  it  is  a  question  of  how  we  see  to  it  that  necessary 
tests  are  given,  eliminating  those  that  aren't  and  it  is  easier  to  gen- 
eralize to  put  it  in  practice,  but  we  are  spending  a  lot  of  time  now 
on  this  HMO  issue.  We  will  be  devoting  a  lot  more  time.  And  what 
we  really  need  in  the  Congress  are  the  specifics  of  the  people  who 
are  being  turned  down  on  their  tests,  so  we  know  precisely  what 
to  do. 

But  to  answer  your  question  just  head  on,  I  have  to  tell  you  in 
candor  that  there  is  really  no  sentiment  in  the  Congress.  And  I 
don't  think  the  President  is  going  to  come  forward  with  a  plan 
again. 

Unidentified  Speaker.  Just  in  conclusion,  the  President's  plan 
is  not  a  single-payer  plan.  And  I  think  it's  somewhat  unfair  to 
characterize  it  as  that.  And  it's  also  true  that  there's  quite  a  bit 
of  support  in  the  public,  because  there's  been  surveys  and  inter- 
views and  research  done  on  that.  There's  quite  a  bit  of  support  in 
the  public  for  a  single-payer  plan  and  there  was  quite  a  bit  of  sup- 
port for  the  McDermott  bill  at  the  same  time  that  the  President's 
bill  was  being  considered. 

So  I  only  wanted  to  reopen  the  issue  to  say  that  there  are  other 
approaches  to  single  payers  besides  what  you  characterize  the 
P'resident's  plan  as. 

Senator  SPECTER.  Well,  I  think  the  President  thought  it  was  a 
single-payer  plan.  I  am  not  sure  he  was  right  about  that,  but  that 
is  the  way  it  was  billed.  It  was  the  Government  as  a  single  payer 
and  all  come  through  the  governmental  bureaucracy. 

I  have  an  open  mind.  I  am  prepared  to  listen  to  any  proposal 
that  someone  has  to  offer.  It  is  a  looping  problem.  If  you  take  the 
three  big  issues  which  we  have  to  confront  in  America  today  and 
they  are  health  care,  education,  and  environment.  And  I'm  pre- 
pared to  listen  to  any  ideas  you  have.  Dr.  Gretrick. 

Dr.  Getrick.  Senator,  if  you  allow  me  to  make  a  single  comment 
about  the  measure  of  how  many  physicians  use  the  incentives  pro- 
vided by  some  of  the 

Senator  Specter.  Take  the  microphone,  Tom,  so  everybody  can 
hear  you. 
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Dr.  Getrick.  You  ask  that  very  important  to  you  are  abuses  of 
the  incentive  system,  which,  of  course,  discourages  primary  care 
physicians  to  refer  patients  to  speciaHsts.  I  beHeve  a  survey  could 
be  done  and  should  be  done.  And  I  believe  E-Cor  should  conduct 
such  a  survey  to  determine  whether  the  system  is  the  cause  of 
abuse  or  not. 

Senator  Specter.  Would  you  be  prepared  to  take  over  the  admin- 
istration? 

Dr.  Getrick.  I  don't  think  they  would  like  to  appoint  me. 

Senator  Specter.  Since  I  am  elected  President,  you  are  going  to 
be 

Dr.  Getrick.  Thank  you,  Senator.  But  in  the  meantime,  I  don't 
know  what  the  numbers  are,  but  in  the  meantime,  Senator,  our  so- 
ciety doesn't  incentivize  any  of  us  to  go  through  a  redlight.  I  think 
the  moral  better  idea  is  that  you  should  not  be  incentivized  to  pre- 
vent referral  to  specialist.  We  should  not  be  punished  for  sharing 
with  our  patients  diagnostic  and  feedback  options  because  that 
should  be  the  moral  code  of  medicine. 

Senator  SPECTER.  Well,  that  is  a  good  voice  of  wisdom  to  con- 
clude panel  No.  1  on.  All  of  you  know  Dr.  Getrick  from  his  work 
at  the  University  of  Pittsburgh,  PA,  Presb5rterian  University  Hos- 
pital at  the  university,  twice  on  that  title  to  be  accurate.  I  have  be- 
come more  knowledgeable  about  that  great  institution  over  the 
course  of  the  past  several  weeks,  and  that  is  a  good  note  to  con- 
clude on.  And  we're  very  appreciative,  Ms.  Miller,  Ms.  Friday,  Dr. 
Roberts  and  Ms.  Linhart  for  your  testimony,  and  it  has  all  been 
transcribed.  I  think  we  will  have  many  readers.  Thank  you  very 
much.  [Applause.] 

STATEMENT    OF    PEGGY    FINNEGAN,    ADVISORY    BOARD    MEMBER, 
MOM'S  HOUSE 

Senator  Specter.  We  will  now  move  to  panel  No.  2,  Ms.  Peggy 
Finnegan,  Ms.  Ebony  Hughes,  Dr.  Roberta  Ness,  and  Dr.  Steven 
Reis.  Your  agenda  is  a  very  compact  one,  so  we  will  move  right  into 
panel  No.  2.  We  will  begin  with  Ms.  Peggy  Finnegan,  who  has  been 
coanchor  of  the  "Channel  11  News"  since  1990.  She  is  an  advisory 
board  member  of  Mom's  House,  a  day-care  center  for  unwed  teen 
moms.  Mom's  House  helps  young  mothers  finish  their  high  school 
education  and  encourages  them  to  pursue  higher  education  to 
break  the  cycle  of  welfare. 

Ms.  Finnegan  recently  received  the  first  Women  of  Courage 
Award  from  Mom's  House  for  her  work  on  breast  cancer  and  the 
Magee-Womens  Hospital  Spirit  of  Life  award,  which  recognizes  the 
life-affirming  spirit  of  breast  cancer  survivors. 

Ms.  Finnegan,  we  thank  you  very  much  for  coming.  We  know  you 
have  a  long  day  so  thank  you  for  being  here  so  early.  The  floor  is 
yours. 

Ms.  Finnegan.  Well,  than  you.  It  is  an  honor  to  be  here  today 
to  have  this  opportunity  to  address  you.  Senator. 

The  first  and  most  important  thing  that  I  would  like  to  tell  you 
that  I  am  here  today  because  of  a  mammogram.  It  saved  my  life. 
I  am  one  of  seven  children,  three  of  whom  are  breast  cancer  survi- 
vors. The  other  four  will  face  elevated  risk  factors  for  the  rest  of 
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their  lives,  so  as  you  can  imagine,  this  issue  is  very  important  to 
me. 

Early  detection  of  breast  cancer  through  the  use  of  mammograms 
has  been  proven  to  be  our  most  effective  weapon  in  the  war  against 
breast  cancer  and  I'm  living  proof  of  that.  My  concern,  and  we 
touched  on  this  earlier,  is  that  other  women  will  not  be  as  fortu- 
nate because  health  maintenance  organizations  are  trying  to  save 
money  by  eliminating  access  to  mammography. 

My  experience  began  2V2  years  ago,  shortly  after  the  birth  of  my 
daughter.  A  lump  that  I  found  while  breast  feeding  turned  out  to 
be  benign;  however,  a  mammogram  revealed  some  suspicious  calci- 
fications in  my  other  breast.  A  biopsy  was  performed,  and  I  was  di- 
agnosed with  ductal  carcinoma  in  situ.  That  was  a  terrible  experi- 
ence. I  felt  frightened,  vulnerable,  utterly  devastated.  However, 
there  was  some  good  news,  and  that  is  that  my  cancer  had  been 
detected  in  its  earliest  stage,  before  time  allowed  it  to  spread  to 
other  areas  of  my  body. 

As  you  know,  once  cancer  has  begun  to  spread,  it  is  increasingly 
more  difficult  to  contain  and  treat  successfully.  How  prevalent  is 
this  disease?  The  statistics  are  truly  alarming.  Consider  this  com- 
parison. In  the  sixties  and  seventies,  57,000  American  men  died  in 
the  Vietnam  War.  It  was  an  American  tragedy,  but  during  that 
same  period,  330,000  American  women  lost  their  lives  to  breast 
cancer;  1  out  of  8  women  will  be  diagnosed  with  this  disease;  1  in 
33  of  them  will  die.  So  if  you  look  around  you,  more  than  one 
woman  at  each  table  in  this  room  will  be  diagnosed  with  breast 
cancer  in  her  lifetime.  And  unfortunately,  two  of  those  women 
might  die  unless  the  disease  is  detected  early. 

Easy  access  to  mammography  is  paramount  in  the  fight  against 
breast  cancer.  According  to  Dr.  Daniel  Kopans,  Associate  Professor 
of  Radiology  at  Harvard  Medical  School,  annual  mammography 
screening  for  women  in  their  forties  could  reduce  their  chances  of 
djdng  from  breast  cancer  by  as  much  as  40  percent.  Meanwhile 
standard  coverage  in  most  health  plans  for  women  40  to  49  only 
includes  mammography  screening  every  other  year  unless  there's  a 
history. 

So  clearly  the  issue  in  this  case  is  increased  dollar  savings  for 
insurance  companies.  Shouldn't  it  be  women's  lives?  The  answer  is 
obvious.  Women  under  50  must  have  access  to  and  be  covered  by 
insurance  for  annual  mammograms.  Women  over  50  face  a  similar 
challenge.  At  this  age  and  beyond,  women  are  at  highest  risk  for 
breast  cancer.  The  medical  community  recommends  yearly  screen- 
ing for  all  women  over  50,  yet  at  age  65,  Medicare  will  only  pay 
for  coverage  every  2  years.  Women  over  50  must  have  access  to  and 
be  covered  by  insurance  for  annual  mammograms. 

I  have  had  women  in  that  age  group  call  me  at  channel  11  fright- 
ened and  concerned  because  they  cannot  get  insurance  to  cover  a 
mammogram,  and  they  feel  that  it's  needed. 

When  I  was  diagnosed  with  breast  cancer,  I  was  only  34  years 
old.  One  sister  was  32,  another  was  30.  That's  not  the  norm  but 
the  incidence  of  breast  cancer  among  younger  women  is  growing. 
Meanwhile  current  guidelines  in  most  major  insurance  plans  only 
allow  for  baseline  study  screenings  for  women  between  the  ages  of 
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35  and  40.  For  women  like  me  under  40,  there  are  no  provisions 
made  for  mammography  coverage. 

The  medical  community  recommends  women  at  increased  risk 
start  breast  cancer  screening  at  an  earlier  age,  but  some  insurance 
plans  simply  won't  cover  it  and  women  will  die  because  of  that. 
And  something  else  that  is  unrealistic,  there  was  a  shocking  article 
recently,  I  have  a  copy  of  it  here,  in  the  Wall  Street  Journal  last 
week  detailing  the  growing  number  of  HMO's  ordering  outpatient 
mastectomies,  drive-through  deliveries,  now  drive-through 
mastectomies.  I  was  absolutely  horrified. 

Senator  Specter,  I  went  through  that  surgery.  I  had  bilateral 
mastectomy,  and  I  can  assure  you  the  physical  pain  was  severe,  the 
psychological  pain  equally  debilitating.  Who  is  making  these  deci- 
sions? They  are  wrong.  Now,  an  update  since  that  article  in  this 
morning's  paper,  officials  of  managed  care  plans  yesterday  an- 
nounced they  would  cover  at  least  one  night  of  hospital  care  for 
women  who  undergo  mastectomies.  So  24  hours,  they  were  hoping 
to  fend  off  Federal  regulation,  24  hours  is  not  enough  either.  I 
think  the  bottom  line  can  be  so  very  callous. 

In  May  I  gave  birth  to  a  beautiful  little  baby,  Ryan,  who  is  my 
symbol  of  the  growing  spirit  of  hope  regarding  breast  cancer,  be- 
cause having  breast  cancer  does  not  necessarily  mean  death  and 
life  and  family  can  go  on  if  you  catch  it  early.  But  he  and  my  other 
children  also  dramatically  illustrate  what  is  the  true  tragedy  of 
breast  cancer,  and  that  is,  it  is  a  disease  that  affects  our  mothers, 
young  mothers,  grandmothers,  and  potential  mothers.  Mothers  play 
such  a  critical  role  in  our  society,  they  are  the  caregivers,  the  nur- 
turers,  the  comforters,  and  when  a  mother  is  hurt,  the  very  fabric 
of  family  is  flawed. 

PREPARED  STATEMENT 

I  urge  you  to  act  quickly  and  decisively  on  legislation  and  to 
move  proactively  toward  insurance  guidelines  that  would  afford  all 
women  easy  and  early  access  to  annual  mammograms  at  any  age 
and  to  allow  women  realistic  hospital  stays  afl;er  such  a  serious  op- 
eration. Thank  you  for  giving  me  this  opportunity. 

Senator  Specter.  Thank  you  very  much,  Ms.  Finnegan.  The  sub- 
ject of  mastectomies  was  at  our  hearing  the  day  before  yesterday 
as  drive-through  deliveries,  and  we  will  pick  that  up  in  the  mono- 
logue and  questions  and  answers  part. 

Ms.  Finnegan.  Good. 

[The  statement  follows:] 
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STATEMENT  OF  PEGGY  FINNEGAN 

Hello.  My  name  is  Peggy  Finnegan.  I  am  a  news  anchor  on 
Channel  1 1 ,  WPXI   -  TV,  a  wife  and  mother  of  three,  and  a 
breast  cancer  survivor.  It  is  an  honor  to  be  here  today  and 
to  have  this  opportunity  to  address  the  Senate 
Appropriations  Subcommittee  on  Women's  Health  Issues. 

The  first  and  most  important  thing  I  would  like  to  tell  you  Is 
that  I  am  here  today  because  of  a  mammogram.  It  saved 
my  life.  I  am  one  of  seven  children,  three  of  whom  are 
breast  cancer  survivors;  the  other  four  will  face  elevated  risk 
factors  for  the  rest  of  their  lives.  Early  detection  of  breast 
cancer  through  the  use  of  mammograms  has  been  proven 
to  be  our  most  effective  weapon  in  the  war  against  breast 
cancer  to  date,  and  I  am  living  proof. 

My  experience  began  approximately  two  and  and  half  years 
ago,  shortly  after  the  birth  of  my  daughter.  A  lump  that  I 
found  while  breastfeeding  turned  out  to  be  benign. 
However,  a  mammogram  revealed  suspicious  calcifications 
in  the  other  breast.  A  biopsy  was  perfomned.  and  I  was 
diagnosed  with  ductal  carcinoma  in  situ.  While  I  felt 
frightened,  vulnerable  and  utterly  devastated  by  this  report, 
there  was  some  good  news  among  the  horror  of  it  all.  The 
positive  side  was  that  the  cancer  had  been  detected  In  its 
earliest  stage,  before  time  allowed  it  to  spread  to  other  areas 
of  my  body.  Once  cancer  has  begun  to  spread,  it  is 
increasingly  more  difficult  to  contain  and  treat  successfully. 
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The  American  Cancer  Society  estimated  that  in  1995  nearly 
40,000  women  ages  40-49  alone  would  be  diagnosed  with 
breast  cancer.  According  to  Dr.  Daniel  Kopans,  associate 
professor  of  Radiology  at  Harvard  Medical  School,  "annual 
mammography  screening  for  women  in  their  40's... could 
reduce  their  chances  of  dying  from  breast  cancer  as  much 
as  40%."  Meanwhile,  standard  coverage  In  most  health 
plans  for  women  40-49  only  includes  mammography 
screening  every  1  -  2  years,  depending  on  history.  Clearly 
the  issue  in  this  case  is  increased  dollar  savings  for  the 

insurance  companies and  why  isn't  the  issue  saving 

women's  lives? 

When  I  was  diagnosed  with  breast  cancer,  I  was  only  34 
years  old.  While  it  is  not  the  norm,  the  incidence  of  breast 
cancer  among  young  women  is  growing.  For  women  who 
have  a  family  history  of  premenopausal  breast  cancer,  as 
was  my  case,  evidence  shows  that  annual  mammograms 
should  begin  in  the  30's  or  earlier.  Meanwhile,  current 
guidelines  in  most  major  insurance  plans  only  allow  for 
"baseline  study  screenings"  for  women  between  the  ages  of 
35  and  40.  And. ..for  women  like  me. ..under  40  and  at  risk 
for  breast  cancer... there  are  no  provisions  made  for 
mammography  coverage.  The  medical  community 
recommends  that  women  at  increased  risk  start  breast 
cancer  screening  at  an  earlier  age.  BUT  INSURANCE 
DOESN'T  COVER  IT. 
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We,  as  women,  and  you,  as  leaders,  can  no  longer  allow 
insurance  companies  to  hold  our  health  care  hostage.  The 
age  guidelines  that  they  have  developed  for  mammography 
are  unrealistic.  Women  under  50  MUST  have  access  to  and 
be  covered  by  insurance  for  annual  mammograms. 

Women  over  50  face  a  similar  challenge.  At  this  age  and 
beyond,  women  are  at  highest  risk  for  breast  cancer.  The 
medical  community  recommends  yearly  screening  for  ALL 
women  over  50  ,  yet  at  age  65,  Medicare  will  only  pay  for 
coverage  every  two  years.  Women  over  50  MUST  have 
access  to  and  be  covered  by  insurance  for  annual 
mammograms. 

I  am  here  today  to  urge  you.  our  leaders,  to  maintain  current 
legislation  that  GUARANTEES  coverage  and  realistically 
provides  for  easy  access  to  mammograms  at  any  age  . 
Insurance  companies  cannot  be  allowed  to  interpret  this 
legislation  in  a  way  that  will  exclude  women  at  highest  risk. 
Insurance  companies  need  to  pay  close  attention  to  the  age 
specific  needs  of  women  under  40  who  have  increased  risk 
factors... and  women  over  50  who  are  at  the  greatest  risk  of 
all. 

In  the  1960's  and  70's.  57,000  American  men  died  in  the 
Vietnam  War.  During  that  same  period  330,000  American 
women  lost  their  lives  to  breast  cancer.  One  out  of  eight 
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women  will  be  diagnosed  with  breast  cancer.  One  in  33  of 

these  women  will  die  of  breast  cancer.  Look  around  you 

more  than  one  woman  at  each  table  in  this  room  will  be 
diagnosed  with  breast  cancer  in  her  lifetime,  and, 
unfortunately,  two  of  those  women  might  die.. ..unless  the 
disease  is  detected  early. 

I  have  been  fortunate  enough  to  be  able  to  continue  my  life 
and  grow  my  family  because  a  mammogram  caught  my 
disease  early.  In  May  I  gave  birth  to  my  beautiful  son  Ryan 
who  is  my  symbol  of  the  growing  spirit  of  hope.  But  he  and 
my  other  children  also  dramatically  illustrate  the  tragedy  of 

breast  cancer This  disease  affects  our  mothers,  our 

sisters,  our  daughters the  caregivers,  the  comforters,  the 

nurturers. 

I  urge  you  to  act  quickly  and  decisively  on  legislation  and  to 
move  proactively  towards  insurance  guidelines  that  would 
afford  all  women  easy  and  early  acces  to  mammograms  at 
any  age.  We  all  deserve  the  same  chance  at  life. 

STATEMENT  OF  EBONY  HUGHES,  R.N.,  COORDINATOR,  BREAST 
HEALTH  OUTREACH  TO  AFRICIAN  AMERICAN  WOMEN,  MAGEE- 
WOMENS  HOSPITAL,  BRADDOCK,  PA 

Senator  Specter.  We  now  turn  to  Ms.  Ebony  Hughes,  a  reg- 
istered nurse  specializing  in  maternal  and  child  health  and  psy- 
chiatric care.  She  is  currently  the  outreach  coordinator  for 
perinatal  services  at  Magee-Womens  Hospital.  In  1996  Ms.  Hughes 
supervised  perinatal  case  management  and  outreach  for  the  Pitts- 
burgh Healthy  Start  project,  which  focuses  on  underserved  women 
and  infants  in  communities  with  high  infant  mortality  rates.  She 
is  cofounder  of  Healthy  Beginnings  from  Home  Health  Care,  Inc. 

I  visited  Elma  Elrie  in  about  1983  and  was  shocked  to  find  that 
Pittsburgh  had  the  highest  incidence  of  infant  mortality  among  Af- 
rican-American children  of  any  city  in  the  country.  It  was  startling 
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to  me  in  light  of  the  extraordinary  health  care  delivery  systems  in 
this  city. 

And  at  that  time  I  undertook  to  get  some  funding  from  our  sub- 
committee, and  since  then  we  have  put  into  effect  a  Healthy  Start 
Program  nationwide,  and  it  has  come  about  as  a  result  of  the  ap- 
propriations process.  Interestingly,  legislation  is  supposed  to  be  for- 
mulated by  the  authorizing  committees,  but  the  way  our  Congress 
runs  today,  you  can't  get  anything  through  but  you  do  have  to  pass 
appropriations  bills,  although  they  were  very  much  delayed  last 
year.  Healthy  Start  is  an  item  which  has  gained  national  promi- 
nence and  is  something  that  needs  a  big,  big  push  forward. 

So  we  welcome  you,  Ms.  Hughes,  and  look  forward  to  your  testi- 
mony. 

Ms.  Hughes.  Thank  you.  Thank  you  for  this  opportunity  to  share 
my  thoughts  today.  So  what's  wrong  with  this  picture?  Currently 
62  percent  of  black  women  in  the  United  States  who  develop  breast 
cancer  die  from  the  disease.  Even  factoring  in  economic  and  edu- 
cational levels,  black  women  survive  less  often  than  other  women 
from  breast  cancer.  And  unfortunately,  it  is  anticipated  that  this 
death  rate  will  increase.  Yet  with  a  monthly  breast  self-examina- 
tion, a  yearly  clinical  exam  and  regular  mammograms  every  year 
for  women  over  50,  breast  cancer  has  an  almost  100  percent  sur- 
vival rate. 

Early  detection  and  treatment  of  a  cancerous  tumor  the  size  of 
a  pinhead  is  much  more  successful  than  treatment  of  advanced 
breast  cancer.  A  pinhead,  that  is  the  size  of  breast  cancer  a  mam- 
mogram can  detect.  Sadly,  black  Americans  traditionally  do  not 
seek  medical  care  until  illness  is  advanced.  Often  by  this  time  it 
is  hard  to  cure  and  very  expensive. 

So  why  this  reluctancy?  One  reason  is  racism.  The  negative  ap- 
proach of  many  health  care  professionals  to  black  Americans  is  leg- 
endary and  well  documented.  Too  many  black  Americans  are  sub- 
ject to  Band-Aid  health  care  and  are  rarely  exposed  to  health  care 
professional  willing  to  go  that  extra  mile. 

Another  reason  is  distrust.  Many  black  Americans  distrust  the 
health  care  system.  The  infamous  Tuskegee  study  in  which  400 
black  men  with  syphilis  were  left  untreated  for  40  years,  unknow- 
ingly infecting  untold  numbers  of  their  loved  ones  is  one  well-docu- 
mented cause  for  distrust. 

Another  reason  is  fear,  black  Americans  were  subject  to  the  bla- 
tant disregard  for  their  health  at  the  onset  of  our  introduction  to 
this  country.  One-half  of  the  40  million  to  50  million  people  taken 
from  Africa  for  the  slave  trade  died  at  sea.  Then  exposure  to  new 
diseases  quickly  killed  another  15  to  50  percent  of  the  survivors. 
With  this  history,  black  Americans'  innate  fear  of  the  American 
health  care  system  is  understandable. 

So  what  is  the  solution?  I  say  health  education.  Teaching  preven- 
tion and  early  detection  is  of  the  utmost  importance.  It  can  em- 
power a  person  to  take  control  of  her  own  health  and  well-being. 
By  teaching  a  woman  to  do  monthly  breast  self-exam,  she  can  find 
a  cancer  the  size  of  a  pea  resulting  in  treatment  that  is  easier  with 
less  pain  and  suffering  and  is  thousands  of  dollars  less  expensive. 
Best  of  all,  it  increases  a  woman's  chance  of  survival  to  over  90 
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percent.  Currently,  only  51  percent  of  white  American  women  and 
only  38  percent  of  black  American  women  survive  breast  cancer. 

We  may  not  know  definitively  what  causes  breast  cancer  or  how 
to  prevent  it,  but  if  it  is  detected  early,  we  do  know  how  to  ensure 
a  woman's  survival.  We  live  in  a  multicultural  nation.  There  are 
different  strokes  for  different  folks.  To  ensure  the  effectiveness  of 
health  education,  our  strategies  should  reflect  that  cultural  diver- 
sity. Let's  train  and  pay  local  people  to  teach  health  education  and 
to  develop  appropriate  outreach  strategies  for  their  own  commu- 
nities. If  the  people  won't  go  to  the  mountain,  the  mountain  must 
go  to  the  people.  Take  health  education  into  the  homes,  churches, 
schools,  S3niagogues,  community  centers,  et  cetera. 

Support  for  health  education  should  come  from  the  top.  Our  gov- 
ernment should  focus  its  resources  on  prevention.  If  our  lawmakers 
are  honest  about  reducing  health  care  cost  without  reducing  qual- 
ity, then  they  must  be  willing  to  pay  for  health  education. 

PREPARED  STATEMENT 

Ignorance  is  one  of  the  biggest  enemies  to  our  good  health.  Edu- 
cation is  our  weapon.  Currently  health  education  is  greatly  under- 
funded. It  should  be  mandatory  that  the  burgeoning  managed  care 
companies  invest  generously  in  health  education.  By  the  year  2010 
a  healthier  nation  can  save  millions  of  dollars. 

My  people  perish  for  lack  of  knowledge.  For  every  woman,  let's 
make  death  from  breast  cancer  like  death  from  smallpox,  obsolete. 
Thank  you. 

Senator  SPECTER.  Thank  you,  Ms.  Hughes.  The  statement  you 
made  about  Afro-Americans'  distrust  the  U.S.  health  care  system 
is  a  very  profound  one.  We  find  distrust  for  the  U.S.  Government 
with  us  in  many,  many,  many  ways  today  but  candidly  especially 
with  the  African-American  community.  It's  something  we  have  to 
address  and  we  will  to  some  extent  in  the  dialog. 

[The  statement  follows:] 
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STATEMENT  OF  EBO^fY  HUGHES 
So!  What's  Wrong  with  this  Picture? 

With  a  monthly  breast  self  examination  (BSE),  a  yearly  clinical  exam  and  regular 
mammograms  (every  year  for  women  over  fifty);  Breast  Cancer  has  an  almost  lOOVo 
survival  rate.   But    .  .  currently  62%  of  Black  women  in  the  United  States  who  develop 
breast  cancer  die  from  the  disease.  Even  factoring  in  economic  and  educational  levels, 
black  women  survive  less  often  than  other  women  from  breast  cancer.    And. 
unfortunately,  it  is  anticipated  that  this  death  rate  will  increase. 

Early  detection  and  treatment  of  a  cancerous  tumor  the  size  of  a  pin  head  is 
much  more  successful  than  treatment  in  the  advanced  stages.  A  pin  head;  that  is  the 
size  of  breast  cancer  a  mammogram  can  detect.  Sadly,  Black  Americans  traditionally 
do  not  seek  medical  care  until  illness  is  advanced  and  unbearable    Often  by  this  time  it 
is  hard  to  cure  and  very  expensive  to  treat. 

So  why  this  reluctance  to  utilize  the  current  health  care  system?  One  reason  is 
racisip.  The  negative  approach  of  many  health  professionals  to  Back  Americans  is 
legendary  and  well  documented.  Too  many  black  Americans  are  subjected  to  band- 
aid  healthcare  and  are  rarely  exposed  to  health  care  professionals  willing  to  go  that 
extra  mile. 

Another  reason  is  Distrust.  Many  Black  Americans  distrust  the  health  care 

system.  The  infamous  Tuskegee  Study  in  which  four  hundred  black  men  with  syphilis 
were  left  untreated  for  forty  years,  unknowingly  infecting  untold  numbers  of  their  loved 

ones,  is  one  well  documented  cause  for  distrust. 

Another  reason  is  fear.  Black  Americans  were  subjected  to  the  blatant  disregard 
for  their  health  at  the  onset  of  our  introduction  to  this  country.  Half  the  40  to  50  million 
people  taken  from  Africa  for  the  slave  trade  died  at  sea.  Then,  exposure  to  new 


211 


diseases  quickly  killed  another  15  to  50  percent  of  the  survivors    With  this  history 
Black  Americans'  innate  fear  of  the  American  health  care  system  is  understandable. 

So  What  are  the  Solutions? 

A  major  tool  is  health  education.  Education  can  empower  a  person  to  take 
control  of  his/her  own  health  and  well  being.  Teaching  prevention  and  early  detection 
to  all  our  citizens  is  of  the  utmost  importance.  By  teaching  a  woman  to  do  monthly 
breast  self  examination,  she  can  find  a  cancer  the  size  of  a  pea;  resulting  in  treatment 
that  is  easier,  with  less  pain  and  suffering,  and  is  thousands  of  dollars  less  expensive 
than  treating  advanced  or  terminal  breast  cancer.  Best  of  all,  it  increases  a  woman's 
chance  of  survival  to  over  90%.  Currently,  only  51%  of  white  American  women  and 
only  38%  of  black  American  women  survive  breast  cancer. 

We  may  not  know  definitively  what  causes  breast  cancer  or  how  to  prevent  it. 
But.  if  it  is  detected  early,  we  sure  know  how  to  ensure  a  woman's  survival. 

We  live  in  a  multi-cultural  nation.  There  are  different  strokes  for  different  folks. 
To  insure  the  effectiveness  of  health  education,  our  strategies  should  reflect  that 
cultural  diversity.  Let's  train  and  pay  local  people  to  teach  health  education  and 
develop  appropriate  outreach  strategies  for  their  own  communities.  *lf  the  people  won't 
go  to  the  mountain,  the  mountain  must  go  to  the  people."  Take  health  education  into 
the  homes,  churches,  schools,  mosques,  synagogues,  social  clubs,  community  centers 
and  out  to  our  people 

Support  for  health  education  should  come  from  the  lop    With  the  current  health 
care  revolution  and  proposed  massive  health  care  cuts  our  government  should  focus  its 
resources  on  prevention.   If  our  lavmiakers  and  insurers  are  honest  about  reducing 
health  care  costs  without  reducing  quality  and  are  committed  to  continue  to  improving 
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the  well  being  of  all  citizens,  then  they  must  be  willing  to  pay  for  health  education. 
Ignorance  is  one  of  the  biggest  enemies  to  our  good  health.  Education  is  our  weapon. 
Health  education  does  work.  It  can  improve  the  health  and  well  being  of  us  all. 

Funding  for  health  education  is  currently  minuscule.  The  budget  should  be 
multiplied  a  thousand  times.   It  should  be  mandatory  that  the  burgeoning  managed  care 
companies  invest  generously  in  health  education,  then  we  can  all  watch  health  care 
costs  go  down  and  consumer  knowledge  skyrocket.  By  the  year  2010.  a  healthier 
nation  can  save  millions  of  dollars  and  millions  of  lives. 

'My  people  perish  for  lack  of  knowledge".'  For  every  woman,  let's  make  death 
from  breast  cancer,  like  death  from  smallpox;  Obsolete! 
Addendum: 

•  Black  women  live  fewer  years  than  white  women. 

•  Our  breast  cancer  is  caught  later,  and  we  are  more  likely  to  die  from  it. 

•  The  majority  of  women  and  children  infected  with  HIV  disease  are  Black. 

•  Our  children  are  more  likely  to  be  born  small,  and  they  die  more  frequently  before 
reaching  one  year  of  age. 

•  We  have  heart  disease  at  younger  ages,  a  heart  attack  is  more  likely  to  prove  fatal, 
and  we  have  twice  as  many  cases  of  high  blood  pressure  as  whites. 

•  Nearly  50  percent  of  us  are  overweight. 

•  We  are  more  likely  to  smoke,  and  we  are  less  likely  to  quite  than  white  women 

•  We  have  higher  rates  of  sexually  transmitted  infection  and  pelvic  inflammatory 
disease. 

•  Over  half  of  us  have  been  beaten,  been  raped,  or  survived  incest.*" 

'  Hosea  4:6  Old  Testament 

^  Body  and  Soul:  The  Black  Women's  Guide  to  Physical  Health  and  Emotional  Well- 
being    Linch  Villarosa,  Editor  Harper-Collins  Publishers.  Inc. 
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STATEMENT  OF  DR.  ROBERTA  NESS,  ASSISTANT  PROFESSOR  OF  EPI- 
DEMIOLOGY AND  AN  ASSISTANT  PROFESSOR  AT  THE  DEPART- 
MENT OF  OBSTETRICS,  GYNECOLOGY,  AND  REPRODUCTIVE 
SCIENCE  AT  THE  UNIVERSITY  OF  PITTSBURGH 

Senator  Specter.  We  now  turn  to  Dr.  Roberta  Ness,  an  assist8mt 
professor  of  epidemiology  and  an  assistant  professor  at  the  Depart- 
ment of  Obstetrics,  G5aiecology  and  Reproductive  Science  at  the 
University  of  Pittsburgh.  She  also  serves  as  assistant  director  at 
the  Magee-Womens  Research  Institute.  Her  research  projects  in- 
clude reproduction  and  contraception  and  risk  factors  as  they  relate 
to  ovarian  cancer,  treatment  of  sexually  transmitted  diseases  and 
childhood  exposure  to  lead. 

Welcome,  Dr.  Ness.  The  floor  is  yours. 

Dr.  Ness.  Thank  you.  Well,  it  really  is  a  great  honor  to  be  here. 
And  I'd  like  to  ask  you  just  for  the  next  5  minutes  to  turn  your 
attention  from  any  one  specific  disease  to  the  factors  in  our  envi- 
ronment that  lead  to  disease  and  to  the  notion  of  building  a  com- 
prehensive program  to  explore  those  factors  and  their  impact,  so 
that  we  can  gain  a  more  comprehensive  understanding  of  how  to 
detect  and  treat  all  diseases  for  women. 

Only  within  the  past  few  years  have  the  health  care  and  sci- 
entific communities  acknowledged  the  unique  health  care  needs  of 
women.  Despite  recent  national  efforts  to  address  this  problem,  rel- 
atively little  emphasis  has  been  given  to  the  creation  of  a  preven- 
tion-based women's  health  model  inquiry  that  combines  emerging 
knowledge  about  the  interaction  of  specific  Ufestyles,  hormonal  and 
metabohc  factors  and  a  host  genetic  susceptibility  as  the  primary 
determinants  of  health  and  illness  among  women. 

A  women's  health  program  of  research  and  training  that  is  based 
on  an  understanding  of  the  causes  of  disease  and  on  the  prevention 
of  disability  and  death  is  urgently  needed.  Inherent  to  such  a  pro- 
gram is  a  sophisticated  understanding  of  the  relationship  between 
human  biology  and  social  environmental  determinants  of  health. 

When  people  think  about  the  environment,  I  hear  that  frequently 
they  think  about  chemicals  in  the  environment,  occupational  expo- 
sures but,  in  fact,  the  environment  as  it  impacts  on  women's  health 
must  be  understood  broadly.  The  environment  comprises  external 
influences  to  which  women  are  exposed  both  intentionally  and  un- 
intentionally. 

So,  for  instance,  lifestyle  choices  such  as  smoking,  drug  use,  nu- 
trition, and  physical  activity  must  be  understood  as  influences  on 
health.  And  equally  importantly  are  unintentional  environmental 
influences  such  as  infectious  diseases,  chemicals,  occupational  haz- 
ards, and  pharmaceuticals,  all  of  which  currently  have  poorly  un- 
derstood health  consequences. 

In  order  to  devise  a  rational  health  promotion  and  disease  pre- 
vention strategy  in  the  women's  health  arena,  much  needs  to  be 
le£imed  about  the  way  in  which  the  environment  changes  biologic 
parameters  and,  therefore,  imparts  health  consequences  to  women. 
Environmental  risk  is  subject  to  remediation.  However,  given  the 
costs  and  potential  complications  associated  with  remediation,  a 
maximum  biologic  understanding  of  risk  is  necessary. 

Just  to  provide  a  few  examples,  our  own  ongoing  studies  are  ex- 
amining the  biologic  influence  of  drugs,  cigarettes,  and  alcohol  on 
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the  risk  of  miscarriage.  Infectious  determinants  of  a  pelvic  inflam- 
matory disease  are  being  examined  and  PID's  diagnosis  and  treat- 
ment are  being  strengthened.  Environmental  and  biologic  factors  in 
the  etiology  of  preeclampsia  are  being  sought.  The  long-term  effects 
of  hormone  replacement  therapy  are  being  studied. 

A  model  women's  health  program  must  apply  knowledge  to  learn 
about  the  interaction  between  the  environment  and  biology  to  in- 
form public  health  practice.  It  must  develop  and  test  models  to  suc- 
cessfully identify  and  modify  women's  behaviors  within  the  commu- 
nity. It  must  develop  strategies  that  will  work  within  the  context 
of  women's  individual  lifestyle  and  health  care  needs. 

Finally,  there  remains  a  large  void  in  health-related  knowledge 
for  many  women.  A  comprehensive  women's  health  program  would 
train  both  women  and  their  health  providers.  At  the  Graduate 
School  of  Public  Health  at  the  University  of  Pittsburgh  in  collabo- 
ration with  Magee-Womens  Hospital,  we've  developed  a  program 
called  the  Epidemiology  of  Women's  Health  Program  that  we  be- 
lieve is  beginning  to  develop  novel  approaches  to  research,  training, 
and  community  service  in  the  women's  health  area.  Just  for  your 
information,  the  program  is  the  first  of  its  kind  to  offer  a  con- 
centration in  women's  health  leading  to  a  master's  degree,  a  Ph.D., 
or  doctorate  of  public  health. 

New  and  ongoing  research  of  the  Epidemiology  of  Women's 
Health  Program  has  been  provided  for  the  record.  We  also  provide 
a  complete  curriculum  of  women's  health  for  the  research  and 
training.  And  finally  recognizing  that  community  outreach  is  an  es- 
sential component  of  any  public  health  program,  the  Epidemiology 
of  Women's  Health  Program  has  been  actively  involved  in  edu- 
cational outreach  activities.  It  also  conducts  community-based  re- 
search into  the  application  of  new  screening,  behavioral  change,  di- 
agnosis, and  treatment  modalities. 

PREPARED  STATEMENT 

I'm  here  to  thank  you  for  your  efforts  in  developing  the  program 
of  centers  for  women's  excellence  of  which  we  take  part  in  Magee's 
application.  And  we  propose  the  need  for  future  model  efforts  of 
this  type  devoted  to  understanding  the  implications  of  the  environ- 
ment on  women's  health  and  implementing  disease  prevention  ef- 
forts based  on  this  understanding.  Thank  you. 

Senator  Specter.  My  question  to  you  is  where  do  I  enroll,  and 
we  will  pick  that  up  a  little  later. 

[The  statement  follows:] 
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STATEMENT  ROBERTA  NESS 
Background 

Only  within  the  past  few  years  have  the  health  care  and  scientific  communities  acknowledged  the 
unique  health  care  needs  and  unmet  health  care  concerns  of  women.  Despite  recent  national  efforts 
to  address  this  problem  by  systematically  studying  and  treating  diseases  specific  to  women,  relatively 
little  emphasis  has  been  given  (o  the  creation  of  a  prevention-based,  comprehensive  women's  health 
model  of  inquiry  that  combines  emerging  knowledge  about  the  interaction  of  specific  lifestyles, 
hormonal  and  metabolic  factors,  and  host-gcnctic  susceptibility  as  the  primary  determinants  of  health 
and  illness  among  women. 

A  women's  health  program  of  research  and  training  that  is  based  on  an  luiderstanding  of  the  causes 
(etiology)  of  disease  and  on  the  prevention  of  disability  and  death  is  urgently  needed.  Inherent  to 
such  a  program  is  a  sophisticated  understanding  of  the  relationship  between  human  biology  and 
social-environmental  determinants  of  health.  The  environment  as  it  impacts  on  women's  health  must 
be  understood  broadly.  The  environment  comprises  external  influences  to  which  women  are  exposed 
both  intentionally  and  unintentionally.  So,  for  instance,  lifestyle  choices  such  as  smoking,  drug  use, 
nutrition,  and  physical  activity  must  be  understood  as  influences  on  health.  Equally  important  arc 
unintentional  environmental  determinants  of  health  such  as  infectious  diseases,  chemicals, 
occupational  exposures,  and  pharmaceuticals  which  currently  have  poorly  understood  health 
consequences. 

In  order  to  devise  rational  health  promotion  and  disease  prevention  strategies  in  the  women's  health 
arena,  much  needs  to  be  learned  about  the  way  in  which  the  environment  changes  biologic 
parameters  and  therefore  imparts  health  consequences  to  women.  This  focus  on  the  interaction 
between  the  environment  and  biology  is  critical  because  environmental  risk  is  subject  to  remediation. 
However,  given  the  costs  and  potential  complications  associated  with  remediation,  a  maximal 
biologic  understanding  of  risk  is  necessary.  Just  to  provide  a  few  examples,  our  own  ongoing  studies 
are  cxamming  the  biologic  influence  of  drugs,  cigarettes  and  alcohol  on  the  risk  of  miscarriage. 

Infections  determinants  of  pelvic  inflammatory  disease  (PID),  are  being  examined  and  PID"s 
diagnosis  and  treatment  are  being  strengthened.  Environmental  and  biologic  factors  in  the  etiology 
of  preeclampsia  are  being  sought.  The  long-term  effects  of  hormone  replacement  therapy  are  being 
studied.  The  results  of  these  ongoing  projects  are  destined  to  change  the  health  status  of  women 
from  the  life  event  of  pregnancy  through  later  in  their  lives. 

An  optimal  program  of  women's  health  inquiry  would  also  use  findings  about  the  interaction 
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between  environment  and  biology  to  inform  public  health  practice.  It  must  develop  and  test  models 
to  successfully  identify  and  modify-  women's  behaviors  within  the  coramunify.  It  must  develop 
strategics  that  will  work  within  the  context  of  women's  individual  lifestyle  and  health  care  needs. 

Finally,  there  remains  a  large  void  in  health-related  knowledge  for  many  women  .  Most  health- 
related  information  received  by  women  is  second-hand  or  comes  from  informal  or  uiueliable  sources, 
including  television,  magazines,  and  friends  and  family  members.  Even  the  information  received 
from  their  medical  providers  is  frequently  not  current  in  terms  of  prevention  techniques  and 
recommendations  for  diseases  specific  to  their  gender.  A  comprehensive  women's  health  program 
would  train  women's  health  professionals.  Optimally,  a  core  of  health  professionals  will  form  a 
nidus  of  successful  women's  health  researchers  and  providers.  This  core  can  then  promote  further 
research  and  training  as  they  disperse  nationally. 

It  is  time  to  construct  broad  scope,  model  programs  in  women's  health  research  by  combining 
research  with  application  and  education.  Such  a  model  would  prove  beneficial  to  health 
professionals,  students  and  community  residents.  It  would  benefit  health  providers  by  introducing 
them  to  new  causative  formulations  and  new  prevention  strategies.  It  would  enable  students  to  apply 
their  clinical  knowledge  to  real-life  situations,  encourage  them  to  frame  their  thinking  in  more 
humanistic  terms,  and  allow  them  to  begin  developing  and  testing  the  most  appropriate  community- 
based  health  strategies.  At  the  same  time,  it  would  provide  an  opportunity  for  women  within  the 
community  to  learn  about,  discuss,  and  implement  relevant  preventive  health  care  techniques. 

Justification  aff^'eed 

With  a  focus  on  prevention  and  health  throughout  a  woman's  life  span,  research  in  the  epidemiology 
of  women's  health  emphasizes  the  importance  of  understanding  disease  etiology;  the  identification 
of  risk  factors;  and  the  reduction  of  morbidity,  mortality,  and  disability  through  health  promotion  and 
early  detection.  This  newly  emerging  research  area  focuses  on  the  biologic  features  that  make 
women  unique. 

Results  of  current  public  health  research  within  our  own  Department  have  had  a  dramatic  impact  on 
the  way  health  care  providers  and  public  health  officials  approach  disease  and  health  among  women. 
For  example,  our  work  has  helped  to  bring  new  medications,  such  as  Alendronate  for  the  prevention 
of  spinal  bone  loss  in  women,  to  Food  and  Drug  Administration  approval.  New  techniques  for 
diagnosing  subclinical  disease,  like  the  measurement  of  ankle-arm  blood  pressure  to  identify  women 
at  high  risk  for  coronary  heart  disease  events,  have  been  shown  to  be  safe  and  cost-effective.  Insights 
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into  the  association  between  honnonal  risk  factors  and  disease  have  been  identified,  like  the 
relationship  between  breast  cancer  risk  and  estrogen.  Associations  between  dysfunction  and  disease 
have  also  been  established,  including  linkages  between  infertility  and  ovarian  cancer. 

Reasons  for  lack  of  use  or  low  use  of  screening  services  have  been  identified  so  that  high-risk 
women  can  be  targeted  for  intensive  prevention  efforts.  An  example  of  this  intervention  includes 
increasing  mammography  and  Pap  smear  screening  for  early  diagnosis  of  breast  and  cervical  cancers 
in  older,  low-income,  less  educated,  and  rural  women.  Documentation  of  changing  cardiovascular 
risk  factors  in  women  through  menopause  have  been  identified,  and  efforts  to  intervene  on  these  risk 
factors  through  behavior  modification  are  currently  part  of  clinical  trials  that  include  aggressive 
dietar>'  modification  and  exercise  without  pharmacological  intervention. 

Trials  are  also  underway  to  determine  whether  intervention  using  hormone  replacement  therapy  in 
post-menopausal  women  can  reduce  coronary  heart  disease  and  osteoporosis  without  increasing 
cancer  risk.  Research  on  the  psychosocial  impact  of  aging  women  and  their  increasing 
responsibilities  as  primary  caregivers  has  provided  insights  into  methods  of  addressing  social  support 
and  respite  to  this  burdened  group  of  elder  women. 

Specific  Goals  and  Objectives 

The  overall,  primary  goals  of  a  comprehensive  women's  health  research  and  training  model  must 
include: 

1 .  Itaining:  Training  health  professionals  and  graduate  students  in  women's  health  from  the 
perspective  of  the  individual,  the  family,  and  the  community.  This  training  must  therefore 
be  directed  towards  primary  care  practitioners,  educators,  policy  makers,  and  public  health 
professionals. 

2.  Research  Applied  to  .Understanding  Disea?e_£tLologv:  Promoting  the  understanding  of 
disease  causality  and  potential  areas  for  prevention  through  research. 

3.  Research  Applied,  to  Identifying  EnvirorunentalJUsk  Factors:  Developing  and  testing 
models  to  identify  disease  risk  factors  as  targets  for  modif>ing  health  behaviors  of  women 
in  the  community. 

4.  Educatioji  Applied  to  Developing  Health  Promotion  Programs  and  Disease  Inten'entions: 
Promoting  the  health  and  well-being  of  women  by  educating  women  in  the  community  about 
advances  in  disease  prevention. 

5.  Community  Action  Establishin°  CoJ]aboxatLveJB.clationships  and  Partnerships:  Developing 
partnerships  with  community  and  health  provider  organizations  to  enhance  information 
transfer  about  women's  health. 
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The  specific  objectives  of  a  women's  health  model  would  be  to: 

1.         Continue,  improve  and  expand  the  existing  training  opportunities  in  women's  health  with 

an  emphasis  on  the  most  current  scientific  information  and  topics. 
2  Continue,  improve  and  expand  high  quality  research  within  schools  of  public  health  and 

medicine,  medical  centers,  government  agencies  and  private  industry  including  descriptive, 

analytical,  observational,  and  experimental  research  and  clinical  studies  to  improve  the  health 

of  women. 

3.  Establish  a  model  for  the  application  of  health  promotion  and  disease  prevention  strategies 
in  the  community. 

4.  Provide  education  for  women  and  their  providers  based  on  emerging  research  knowledge. 

The  Epidemiology  of  Women 's  Health  Program:  A  Model  for  Training,  Research  and 
Community  in  Women 's  Health 

The  Department  of  Epidemiology,  Graduate  School  of  Public  Health,  University  of  Pittsburgh,  was 
established  48  years  ago  to  provide  education  about  the  epidemiology  of  disease  and  health,  thereby 
advancing  the  development  and  evaluation  of  preventive  and  treatment  strategies  that  effectively 
reduce  mortality  and  morbidity  in  a  community.  The  Department  serves  as  a  major  link  among 
disciplines  throughout  the  University  of  Pittsburgh's  Schools  of  the  Health  Sciences. 

The  Department  of  Epidemiology  has  been  historically  recognized  as  a  national  leader  in  public 
health  research  through  its  tremendous  volume  and  range  of  government  and  privately  funded 
research  projects.  Epidemiologic  approaches  that  have  been  used  within  the  department  in 
delineating  gender-based  differences  in  health  and  disease  include  the  following: 

1 .  Describing  differences  in  the  frequency  of  conditions  between  men  and  women 

2.  Determining  associations  between  risk  factors  that  differ  between  women  and  men 

3 .  Quantifying  diagnostic  accuracy  of  tests  by  gender 

4.  Describing  gender-based  differences  in  the  response  to  therapy 

The  Department  also  houses  several  federally  funded  training  programs,  including  a  cardiovascular 
training  program  that  has  been  successfully  functioning  since  1975,  and  training  programs  in  aging, 
diabetes,  alcohol  and  psychiatry,  and  cancer.  The  foundations  of  these  training  programs  are  specific 
course  uork  and  extensive  research  opportunities.  Each  program  has  evolved  over  time  in  response 
to  new  developments  in  epidemiology  and  clinical  research,  technology,  and  basic  sciences. 

The  Epidemiology  of  Women's  Health  Program  is  X^z  first  of  its  kind  to  offer  a  concentration  in 
women's  health  leading  to  a  masters  degree,  PhD  or  DrPH  in  public  health.  Implemented  in  January 
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of  1995  through  locaJ  funding  support,  it  has  become  a  major  component  of  the  Department  of 
Epidemiology.  Its  primary  goals  are  teaching,  research,  and  community  service. 

New  and  ongoing  research  within  the  Epidemiology  of  Women's  Health  Program  includes  the 
following  (explained  in  further  detail  in  Appendix  1): 

1 .  Research  Exclusively  Involving  Women 

Alendronate  for  the  Prevention  of  Osteoporosis  in  Long-Term  Care 
Cardiovascular  Risk  Factors  and  Menopause 

Healthy  Women  Study 

Women's  Healthy  Lifestyle  Project 
Early  Pregnancy  Study 
Fracture  Intervention  Trial 
Heart  Estrogcn/Progestin  Replacement  Study 
Ovarian  Cancer  Study 

Raloxifene  Hydrochloride  Osteoporosis  Fracture  Study 
Study  of  Menopause  and  Health  in  Aging  Women 
Study  of  Osteoporotic  Fractures 
Treatment  of  Pelvic  Inflammatory  Disease 
Women's  Health  Initiative  Vanguard  Center 

2.  Research  Including  Women  Cohorts 
Cardiovascular  Health  Study 

Dynamics  of  Health,  Aging,  and  Body  Composition 
Large  Bowel  Adenomatous  Polyp  Dietary  Intervention  Study 
Macronutricnts  and  Blood  Pressure-Intermap 
Sleep  Heart  Health  Study 

All  students  are  required  to  participate  actively  in  research  projects  during  their  training,  which  may 
involve  participant  recruitment,  clinical  assessment  and  data  collection,  database  management  and 
analyses,  and  presentation  of  study  results.  This  participation  facilitates  the  acquisition  among 
students  of  critical  research  skills.  Exposing  students  to  research  opportunities  also  encourages  them 
to  develop  their  own  research  interests  and  areas  of  specialization.  Students  then  pursue  these 
research  interests  as  the  foci  of  their  thesis  or  dissertation  topics  and,  later,  as  the  foci  of  their 
professional  careers. 

The  Epidemiology  of  Women's  Health  Program  also  provides  a  complete  cuniculum  on  women's 
health  for  the  researcher  in  training.  A  core  cuniculum  includes  courses  on  methods,  basic  biology 
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and  interpretation  of  finds  linking  environmental  risk  with  biology.  (See  program  description  in 
Appendix  2) 

Recognizing  that  conrununity  outreach  is  an  essential  component  of  any  public  health  program,  the 
Epidemiology  of  Women's  Health  Program  has  been  actively  involved  in  outreach  activities.  For 
instance,  the  program  conducts  community-oriented  symposia  on  women's  health  topics.  It  also 
provides  opportunities  for  students  to  participate  in  community-based  internship  programs,  to  speak 
on  topics  of  public  health  interest  to  women's  groups,  and  to  consult  with  community  agencies. 
Finally,  it  conducts  community-based  research  into  the  application  of  new  screening,  behavioral 
change,  diagnosis,  and  treatment  modalities. 

Conclusion 

The  Universit)'  of  Pittsburgh  Graduate  School  of  Public  Health's  Epidemiology  of  Women's  Health 
Program  has  already  gained  national  recognition  as  the  first  program  of  its  kind  in  the  United  States. 
This  program,  which  has  met  with  great  initial  success,  embraces  a  comprehensive  approach  to  the 
study  of  women's  health  issues  v^ith  a  focus  on  prevention,  positive  health  across  the  life  span,  and 
the  maximization  of  the  overall  quality  of  women's  health.  The  program  is  actively  engaged  in 
understanding  the  interaction  between  environmental  factors  and  health  outcomes.  It  focuses  on 
understanding  biologic  outcomes  resulting  from  environmental  exposures  and  on  the  public  health 
application  of  this  improved  knowledge.  The  program  provides  high  quality  training  for  medical 
students,  students  of  public  health,  medical  residents,  nurses  and  nursing  students,  and  health 
practitioners  in  women's  health  using  a  comprehensive  prevention-based,  healthy  woman  approach. 
It  enables  students  to  move  beyond  traditional  classroom  structures  and  participate  first-hand  in 
community-  and  research-based  experiences  in  order  to  learn  about  the  biologic  and  social- 
environmental  determinants  of  women's  health.  Additionally,  it  has  a  direct  impact  on  local  women 
of  all  ages  and  socioeconomic  backgrounds  through  community  education  and  other  outreach 
activities  designed  to  impart  the  most  current,  practical  disease  prevention  information  available 
within  the  women's  health  care  field.  We  propose  the  need  for  future  model  efforts  of  this  type, 
devoted  to  understanding  and  implementing  health  promotion  and  disease  prevention  among  women. 

STATEMENT  OF  DR  STEVEN  REIS,  ASSOCIATE  DIRECTOR  OF  CORO- 
NARY CARE  UNIT,  ASSISTANT  PROFESSOR  OF  MEDICINE  AT  THE 
UNIVERSITY  OF  PITTSBURGH 

Senator  Specter.  I  now  turn  to  Dr.  Steven  Reis,  the  associate  di- 
rector of  coronary  care  unit,  assistant  professor  of  medicine  at  the 
University  of  Pittsburgh.  Dr.  Reis  also  serves  as  associate  director 
for  the  clinical  trials  and  the  provision  of  cardiology.  He  is  cur- 
rently conducting  research,  evaluating  ischemic  heart  disease  in 
women.  Thank  you  for  coming.  Dr.  Reis. 
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Dr.  Reis.  Thank  you,  Senator,  for  inviting  me  today.  Senator, 
cardiovascular  disease,  which  encompasses  heart  disease  and 
stroke,  is  the  No.  1  killer  of  women  in  the  United  States,  account- 
ing for  nearly  one-half  million  deaths  each  year.  Indeed,  one-half 
of  all  deaths  in  women  over  the  age  of  50  years  may  be  attributed 
to  cardiovascular  disease.  Since  older  women  are  at  higher  risk  of 
heart  disease  and  stroke,  the  public  health  and  economic  implica- 
tions of  cardiovascular  disease  will  continue  to  increase  in  this 
country  with  the  aging  of  the  population  of  women. 

From  a  cardiovascular  standpoint,  women  are  different  than 
men.  Research  studies  have  shown  that  when  compared  to  men, 
women  are  more  likely  to  die  following  a  cardiac  event  such  as  a 
heart  attack,  are  diagnosed  and  even  treated  less  aggressively  by 
the  physicians  and  have  different  causes  of  cardiac  symptoms  such 
as  chest  pain. 

In  addition,  screening  tests  routinely  performed  to  diagnose  coro- 
nary heart  disease  are  not  as  accurate  in  women  as  compared  to 
men.  These  general  discrepancies  are  only  partially  explained  by 
anatomic  and  physiologic  differences  between  women  and  men. 

An  alternative  explanation  is  that  the  relative  paucity  of  sci- 
entific information  available  about  cardiovascular  disease  in 
women  has  limited  our  basic  understanding  of  the  mechanisms,  di- 
agnosis, and  treatment  of  cardiovascular  disease  in  women.  Indeed 
historically,  large-scale  clinical  trials  of  cardiovascular  disease, 
such  as  ischemic  heart  disease  and  congestive  heart  failure,  were 
performed  predominantly  in  male  populations  with  the  results 
being  generalized  to  women. 

In  addition,  less  common  cardiovascular  diseases  that  predomi- 
nantly affect  women  such  as  primary  pulmonary  hypertension  and 
cardiac  manifestations  of  disease  such  as  lupus  have  not  been  pre- 
viously targeted  for  study.  It  is  only  recently  that  the  scientific 
community  led  by  the  National  Institutes  of  Health  and  supported 
by  funding  from  the  Congress  has  realized  the  importance  of  study- 
ing cardiovascular  disease  in  women. 

As  you  know,  for  the  second  year  in  a  row,  the  Congress,  with 
considerable  support  from  yourself  and  the  Senate  Appropriations 
Subcommittee  on  Labor,  Health,  and  Human  Services,  provided  a 
generous  increase  in  funding  for  the  Institutes.  For  the  National 
Heart  and  Lung  and  Blood  Institute  the  fiscal  year  1997  appropria- 
tion is  approximately  $1.4  billion,  an  increase  of  more  than  $109 
million,  excluding  allocations  for  AIDS  research. 

In  addition  to  supporting  investigator-sponsored  research,  this 
budget  increase  has  enabled  the  NHLBI  to  fund  Institute-initiated 
RFP's  targeting  the  development  of  innovative,  reliable,  safe,  and 
cost  effective  diagnostic  and  therapeutic  approaches  for  evaluating 
and  treating  women  with  suspected  coronary  heart  disease. 

These  recently  funded  studies  include  the  evaluation  of  ischemic 
heart  disease  in  women's  study,  now  known  as  the  WISE  study, 
the  angiographic  trial  in  women,  the  estrogen  replacement  and  ath- 
erosclerosis in  older  women  trial  and  a  recently  reported 
postmenopausal  estrogen  progested  intervention  study  known  as 
PEPI.  These  studies  will  provide  data  that  will  compliment  those 
that  are  being  collected  by  the  ongoing  NIH-sponsored  women's 
health  initiative. 
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PREPARED  STATEMENT 

To  continue  support  of  the  Senate  appropriations  subcommittee 
will  enable  the  NHLBI  to  continue  to  pursue  research  designed  to 
define  optimal  gender  specific  diagnostic  and  therapeutic  strategies 
to  combat  cardiovascular  disease  in  women.  This  avenue  of  re- 
search is  critical  since  cardiovascular  disease  in  women  is  such  a 
major  public  health  problem.  Application  of  the  results  of  this 
state-of-the-art  research  by  both  the  medical  community  and  by  the 
general  public  will  reduce  the  future  prevalence  and  consequences 
of  cardiovascular  disease  in  women.  Thank  you, 

[The  statement  follows:] 
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STATEMENT  OF  STEVEN  E.  REIS 

Cardiovascular  disease,  which  encompasses  heart  disease  and  stroke,  is  the 
number  1  killer  of  women  in  the  United  States,  accounting  for  nearly  half  a  million 
deaths  each  year  (1  ].    Indeed,  half  of  all  deaths  in  women  over  the  age  of  50  years 
may  be  attributed  to  cardiovascular  disease.    Since  older  women  are  at  higher  risk 
of  heart  disease  and  stroke,  the  public  health  and  economic  implications  of 
cardiovascular  disease  will  continue  to  increase  in  this  country  with  the  aging  of  the 
population  of  women. 

From  a  cardiovascular  standpoint,  women  are  different  than  men.    For 
instance,  when  compared  to  men.  women  are  more  likely  to  die  following  a  cardiac 
event  such  as  a  myocardial  infarction  (i.e.,  heart  attack)  (2-61.    This  observation  is 
due  in  part  to  gender-related  differences  in  cardiac  anatomy  and  physiology. 
Although  there  is  a  paucity  of  research  studying  these  differences,  one  known 
discrepancy  is  that  the  cause  of  chest  pain  differs  by  gender.    Specifically,  women 
with  typical  angina  pectoris  (chest  pain)  have  only  a  58%  chance  of  having 
angiographicaily-documented  coronary  atherosclerosis  (i.e.,  fatty  blockages  in  heart 
arteries)  which  may  predispose  to  the  development  of  a  myocardial  infarction 
whereas  88%  of  men  with  similar  symptoms  have  coronary  atherosclerosis  (7). 
Therefore,  women  are  more  likely  to  have  benign  etiologies  of  their  chest  pain  such 
as  spa?m  of  their  coronary  arteries  or  noncardiac  chest  pain.    This  fact  has  likely 
contributed  to  the  myth  among  health  care  providers  that  chest  pain  is  a  less 
important  symptom  in  women  and  that  coronary  heart  disease  (CHD)  is  a  "man's 
disease."    This  misperception  may  alter  the  treatment  of  women  with  true  cardiac 
symptoms  resulting  m  more  adverse  outcomes. 

Recent  studies  have  demonstrated  that,  in  fact,  women  with  cardiac 
symptoms  are  treated  less  aggressively  than  men.    For  example,  women 
hospitalized  with  coronary  heart  disease  are  less  likely  to  be  referred  for  invasive 
diagnostic  and  therapeutic  procedures  including  coronary  angiography, 
percutaneous  transluminal  coronary  angioplasty,  and  coronary  artery  bypass  graft 
surgery  (3,5,8,91.    These  gender  discrepancies  in  diagnosis  and  treatment  likely 
contribute  to  differences  in  clinical  outcome.    Unfortunately,  the  causes  of  gender- 
related  differences  in  cardiovascular  care  have  not  been  explored  by  research 
studies. 

Another  factor  propagating  the  notion  that  heart  disease  is  a  "man's  disease" 
is  that  premenopausal  women  have  a  low  cardiac  event  rate  resulting  from 
circulating  hormones  (e.g.,  estrogen)  which  lower  cholesterol  levels,  directly  inhibit 
the  development  of  atherosclerosis,  and  improve  blood  flow  through  coronary 
arteries  (10  17)     However,  the  loss  of  estrogen  that  results  from  natural  or  surgical 
menopause  in  older  women  is  associated  with  the  loss  of  cardioprotection. 
Therefore,  women  are  not  immune  from  the  development  of  cardiovascular  disease. 
Rather,  the  average  age  of  women  presenting  with  coronary  heart  disease  is  10 
years  older  than  that  of  men  [18].   This  advanced  age  of  presentation  is  associated 
with  an  increased  likelihood  of  having  comorbid  diseases  including  diabetes  and 
hypertension  which  contribute  to  worse  outcomes  following  cardiac  events. 

The  traditional  belief  that  women  ere  less  likely  to  develop  heart  disease 
contributed  to  the  relative  exclusion  of  women  from  past  clinical  cardiovascular 
research  studies.  The  under-representation  of  women  in  clinical  research  trials  has 
limited  our  basic  understanding  of  the  mechanisms,  diagnosis,  and  treatment  of 
coronary  heart  disease  in  women.   Women  have  also  been  under-represented  in 
clinical  trials  assessing  the  epidemiology  and  therapy  of  other  cardiovascular 
diseases  including  congestive  heart  failure  (CHF).    An  understanding  oMhe 
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mechanisms  of  and  therapy  for  CHF  is  necessary  to  improve  clinical  outcomes  and 
limit  health  care  expenditures  since  CHF  is  the  leading  ORG  discharge  diagnosis  for 
hospitalizations  of  people  older  than  65  years  [6,191.    Although  the  incidence  of 
CHF  in  older  women  exceeds  that  of  men,  women  represent  less  than  207o  of 
subjects  enrolled  in  most  major  CHF  clinical  trials.   The  results  of  these  studies 
have  altered  the  standard  of  care  of  both  women  and  men  with  CHF  although  there 
has  been  no  systematic  evaluation  of  potential  gender  discrepancies  in  CHF. 

The  underrepresentation  of  women  in  past  clinical  trials  has  led  to  a  paucity 
of  information  about  gender  discrepancies  in  cardiovascular  disease.  This  adversely 
impacts  on  the  clinical  care  provided  to  women  since  the  medical  community  has 
not  been  able  to  fully  develop  gender-specific  diagnostic  and  therapeutic  strategies 
for  cardiovascular  disease.  It  is  only  recently  that  the  scientific  community,  led  by 
the  National  Institutes  of  Health  and  supported  by  funding  from  the  Congress,  has 
realized  the  importance  of  studying  cardiovascular  disease  in  women. 

For  the  second  year  in  a  row,  the  Congress,  with  considerable  support  from 
Senator  Specter  and  the  Senate  Subcommittee  on  Labor,  Health  and  Human 
Services  and  Education  Appropriations,  provided  a  generous  increase  in  funding  for 
the  NIH.    The  FY  1997  appropriation  for  the  National  Heart,  Lung,  and  Blood 
Institute  was  approximately  $1 .4  billion,  an  increase  of  more  than  $109  million, 
excluding  allocation  for  AIDS  research.    In  addition  to  supporting  investigator- 
sponsored  research,  this  budget  increase  has  enabled  the  NHLBI  to  fund  institute- 
initiated  RFPs  targeting  the  development  of  diagnostic  and  therapeutic  strategies  for 
evaluating  women  with  suspected  coronary  heart  disease  in  order  to  decrease  the 
clinical  and  financial  sequela  of  heart  disease  in  women. 

One  recently  funded  NIH  project  exclusively  evaluating  cardiovascular  disease 
in  women  is  the  "Evaluation  of  Ischemic  Heart  Disease  in  Women"  study,  now 
known  as  WISE  (Women's  Ischemic  Syndrome  Evaluation).   The  purpose  of  this 
ongoing  study  is  to  assess  innovative  diagnostic  methods  that  will  improve  the 
reliability  of  cardiovascular  testing  in  the  evaluation  of  suspected  coronary  heart 
disease  in  women.    By  evaluating  the  efficacy  and  predictive  value  of  different 
testing  strategies  at  four  clinical  sites,  this  study  will  identify  gender-specific 
innovative,  reliable,  safe,  and  cost-effective  diagnostic  strategies  for  evaluating 
women  with  suspected  ischemic  heart  disease. 

Other  recently  funded  and  ongoing  NIH  clinical  trials  that  will  contribute  to  a 
better  understanding  of  cardiovascular  disease  in  women  include  the  Angiographic 
Trial  in  Women,  the  Estrogen  Replacement  and  Atherosclerosis  in  Older  Women 
trial  (ERA),  and  the  recentlv  reported  Postmenopausal  Estrogen  Progestin 
Intervention  study  (PEPI)     These  studies  will  provide  data  that  will  complement 
those  that  are  being  collected  by  the  ongoing  NIHsponsored  Women's  Health 
Initiative. 

The  continued  support  of  the  Congress,  acting  on  recommendations  from  the 
Senate  Subcommittee  on  Labor.  Health  and  Human  Services  and  Education 
Appropriations  led  by  Senator  Arlen  Specter  will  enable  the  NHLBI  to  continue  to 
pursue  research  designed  to  define  optimal  gender-specific  diagnostic  and 
therapeutic  strategies  to  combat  cardiovascular  disease.    This  avenue  of  research  is 
critical  since  cardiovascular  disease  in  women  is  an  escalating  public  health 
problem     Application  of  the  results  of  this  state  of  the  art  research  by  the  medical 
community  and  by  the  general  public  will  reduce  the  prevalence  and  consequences 
of  cardiovascular  disease  m  women  in  the  future. 


225 


HEART  DISEASE 


Senator  Specter.  Thank  you  very  much,  Dr.  Reis.  Dr.  Reis, 
thank  you  for  your  comments  about  the  increases  which  have  origi- 
nated in  our  subcommittee.  Perhaps  it  was  heart  disease,  which 
was  initially  focused  on  as  a  major  difference  between  men  and 
women  and  the  fact  that  the  women's  risks  had  been  subordinated 
to  the  studies  on  men  alone.  And  I  really  have  two  parts  to  my  one 
question.  No.  1  is  are  we  doing  enough  now  on  research  of  heart 
disease  for  women,  and  second,  are  there  other  illnesses,  to  the  ex- 
tent you  know,  which  are  significantly  different  between  men  and 
women  which  have  been  ignored  with  respect  to  women's  research? 

Dr.  Reis.  Well,  as  far  as  whether  we're  doing  enough,  you  know, 
I  have  to  say  we're  never  doing  enough.  It's  traditionally — heart 
disease  has  been  considered  to  be  a  disease  of  men,  not  of  women 
and  that's  mainly  because  premenopausal  women  are  relatively 
protected  from  the  development  of  heart  disease  because  of  cir- 
culating hormones.  However,  that  just  means  that  women  develop 
heart  disease  10  or  20  years  later  in  life  than  do  men.  So  because 
of  those  findings  years  ago,  heart  disease  research  was  just  focus- 
ing on  men. 

And  it's  just  in  the  last  5  years  or  so  that  the  studies  have  been 
funded  to  focus  on  heart  disease  in  women  and  that  physiologic  dis- 
crepancies, gender  discrepancies  have  been  identified.  And  the  re- 
sults of  these  trials  are  going  to  take  years  or  decades  to  become 
available.  And  I  think  it's  just  the  tip  of  the  iceberg  and  additional 
studies  need  to  be  done. 

Senator  Specter.  Well,  now  you  say  we  are  not  doing  enough, 
you  could  never  do  enough.  We  were  told  that  if  we  put  up  $820 
million  more,  $12.4  billion,  would  we  be  doing  enough?  Were  we  in- 
correctly told  that? 

Dr.  Reis.  Well,  it  is  the  No.  1 

Senator  Specter.  You  did  not  tell  us,  Dr.  Reis,  but  I  think  Dr. 
Detre — he  has  left.  So  I  can  speak  freely.  How  much  more  should 
we  be  doing? 

Dr.  Reis.  Well,  I  think  we've  begun — with  respect  to  cardio- 
vascular disease,  we've  targeted  the  disease  that  is  most  prevalent 
and  that's  ischemic  heart  disease,  the  disease  from  blockages  of  the 
heart  arteries.  But  we  need  to  expand  our  knowledge  of  that  dis- 
ease such  as  congestive  heart  failure.  As  you  know,  congestive 
heart  failure  is  the  No.  1  DRG,  discharge  diagnosis  in  the  United 
States  for  hospitalizations. 

And  research  has  not  focused  on  CHF  in  women.  Most  of  the 
studies — in  fact,  if  we  look  at  all  of  the  large  trials  and  in  all 
through  my  clinical  practice  of  heart  failure  patients,  on  average 
probably  only  about  20  percent  of  the  patients  enrolled  in  those  re- 
search studies  were  women.  Most  of  the  studies,  the  study  patients 
were  men. 

So  I  think  that  we  need  to  pursue  gender-related  differences  in 
the  mechanisms,  diagnosis  and  treatment  of  other  diseases  beyond 
ischemic  heart  disease.  And  that  is  the  legendary  diseases  that 
may  be  rare  but  they  predominantly  affect  women,  where  the  over- 
whelming majority  of  patients  are  women.  And  we  need  to  start 
studying  those  diseases. 
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Senator  Specter.  Ms.  Finnegan,  the  subject  of  drive-by 
mastectomies  has  recently  come  into  sharp  focus.  And  before  our 
hearing  on  Wednesday,  my  wife,  Joan,  said,  drive-by  dehveries  are 
bad  enough,  and  now  you  have  jdrive-by  mastectomies  too.  Ques- 
tions on  drive-by  mastectomies  were  posed  squarely  to  our  panel  of 
experts  at  our  hearing  in  Washington  on  Wednesday.  The  sub- 
committee got  a  pretty  good  lecture  about  congressional  micro- 
management  and  how  we  should  not  be  legislaturing  the  minimum 
of  24  hours  for  somebody  to  be  in  a  hospital  for  a  delivery. 

Our  oldest  son  was  in  for  7  days  after  his  birth  and  our  youngest 
son  was  in  for  5  days,  and  it  came  as  a  surprise  to  me  to  see  the 
new  post-delivery  schedules.  And  this  is  a  tough  question,  but  let 
me  ask  you  to  give  a  judgment  on  it.  What  is  your  response  to  the 
medical  experts  who  say  that  Congress  ought  not  to  set  a  time 
limit  on  drive-by  deliveries  or  drive-by  mastectomies,  it  ought  to  be 
up  to  the  doctors  alone? 

Ms.  Finnegan.  Well,  I  completely  agree  with  that.  I'm  an  exam- 
ple of  a  woman  who  went  in  for  the  bilateral  mastectomies.  I  had 
an  allergic  reaction  to  my  antibiotic.  They  didn't  know  that  right 
away.  It  took — I  was  probably  in  for  5  days.  I  was  very,  very  sick. 
I  could  not  have  gone  home.  Even  in  48  hours  had  I  been  at  home, 
it  would  have  been  terribly  difficult  for  my  husband  to  have  helped 
me  through  that  time.  I  truly  needed  the  hospital  care  that  I  was 
given  at  Magee-Womens  Hospital. 

And  even  with  deliveries,  you  know,  I  think  that  it  should  be  up 
to  the  doctor  because  every  woman  is  different,  and  every  woman's 
experience  in  that  hospital  is  different.  And  I'm  just  terribly  trou- 
bled that  in  our  zeal  to  save  money  women  are  being  sent  home 
after,  you  know,  very,  very  serious  operations.  If  women  can  stay 
in  a  hospital  48  hours  now  after  a  delivery,  certainly  after  a  mas- 
tectomy, they  should  be  allowed  at  least  that.  And  as  I  said  in  my 
case,  I  needed  longer  than  that. 

So  I  do  think  it  should  be  up  to  a  doctor.  They  know  the  best. 

Senator  Specter.  Well,  it  is  a  good  dichotomy  to  say  that  it 
ought  to  be  up  to  the  doctor  instead  of  the  managed  care  company 
which  has  the  incentivized  profit  motive.  So  if  you  leave  it  up  to 
the  doctor,  that  is  fine,  but  what  do  you  do  in  a  context  where  it 
becomes  a  prevailing  practice  to  have  drive-by  deliveries — out  the 
same  day?  At  that  stage  is  it  necessary  for  Congress  to  step  in? 

Ms.  Finnegan.  Well,  I  think  it  is  because  I  think  there's  pressure 
on  physicians.  I  think  physicians  are  under  a  certain  amount  of 
pressure  by  managed  care  to  make  these  decisions.  So  yes,  I  do 
think — that's  why  I'm  here  today  because  I'm  asking  for  your  help. 
I  think  that  it's  gotten  a  little  out  of  hand  and  I  think  that  the 
drive-by  mastectomy  issue  really  makes  it  clear  how  far  this  has 
gone  and  how  wrong  it  is. 

Senator  Specter.  Well,  we  are  searching  for  an  answer  as  to 
where  Congress  ought  to  legislate.  My  colleague,  Steve  Symms,  for- 
merly a  Senator  from  Idaho  used  to  say  that  when  the  Congress 
was  in  recess,  the  country  was  safe  temporarily.  And  congressional 
action  can  be  very,  very  dangerous. 

Ms.  Finnegan.  It's  a  thorny  issue. 

Senator  Specter.  And  we  are  trying  to  wrestle  with  what  we 
ought  to  do.  When  I  finish  the  round  of  questions,  I  am  going  to 
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ask  for  a  show  of  hands  as  to  what  your  judgment  is,  ladies  and 
gentlemen,  as  to  whether  we  ought  to  get  into  the  field  of  drive- 
by  deliveries,  drive-by  mastectomies,  or  let  the  market  work  its 
way.  And,  of  course,  the  problem  is  once  you  start,  where  do  you 
stop  in  terms  of  what  we  are  going  to  say. 

But  it  is  political  dynamite  when  you  talk  about  the  drive-by  de- 
liveries. To  vote  against — to  vote  in  favor  of  drive-by  deliveries  is 
a  high-risk  undertaking.  So  we  are  wrestling  with  it  and  I  will  give 
you  a  minute  or  two  to  think  about  it.  When  the  bells  ring  in  the 
Senate,  we  have  15  minutes  to  vote  and  frequently  we  have  never 
heard  about  the  subject,  so  I  will  try  to  give  you  15  minutes. 

Ms.  Hughes,  you  raised  some  very  important  points  and  you 
talked  about  education,  you  talked  about  the  African-American 
community  distrust  of  the  U.S.  health  care  system.  I  have  seen  es- 
pecially in  the  past  year  or  two  how  much  the  American  people  dis- 
trust government  totally,  what's  happened  with  the  rise  of  militia, 
it's  no  coincidence  that  the  Oklahoma  City  bombing  was  2  years  to 
the  day,  April  19,  1995,  after  the  Waco  incident. 

I  presided  over  hearings  on  Ruby  Ridge  where  people  totally  dis- 
trusted what  the  Alcohol  and  Tobacco  and  Firearms  Unit  had  done 
and  the  FBI  had  changed  their  rules  of  deadly  force  and  the  hos- 
tage rescue  team. 

We  have  seen  so  many  instances  in  the  American  judicial  sys- 
tem, and  criminal  justice  of  distrust  by  the  African- American  com- 
munity. When  I  was  elected  district  attorney  in  Philadelphia,  I 
worked  to  increase  the  number  of  African-American  assistant  DA's 
and  detectives.  That  is  an  ongoing  problem  most  recently  as  the 
day  before  yesterday.  We  have  the  African-American  community 
very  distraught  over  the  allegations.  Recent  newspapers  for  the 
San  Hosea  Mercury  Reviews  about  the  potential  CLA  involvement 
in  the  sale  of  crack  cocaine  in  west  Los  Angeles,  something  our  in- 
telligence committee  had  a  very  important  hearing  on.  And  when 
you  get  to  the  level  of  distrusting  the  health  care  system,  it's  pretty 
basic  and  serious.  And  where  do  we  go  on  education  is  the  big  an- 
swer generationally,  but  what  do  we  do  in  a  more  immediate  sense 
to  try  to  deal  openly  with  a  problem  of  racism  in  America  and  to 
try  to  give  greater  confidence  of  African-American  community  gen- 
erally and  specifically  in  health  care?  A  big,  broad  subject,  I  don't 
expect  the  last  word.  What  do  you  think? 

Ms.  Hughes.  Well,  I  think  the  first  thing  you  have  to  recognize 
is  that  it  does  exist  and  accept  that  it  does  exist.  I  think  that 
health  professionals  have  to  be  able  to  look,  go  beyond  the  stereo- 
type, of  the  racial  stereotypes  of  black  Americans  when  they  are 
dealing  face-to-face  with  African-Americans.  I  think  African- Ameri- 
cans need  to  be  educated  to  their  rights  for  health  education — I 
mean,  to  health  and  to  equality  of  life. 

I  think  more  knowledgeable  consumers,  and  I'm  talking  specifi- 
cally of  African- Americans,  would  make  them  more  aggressive  in 
seeking  and  make  the  health  care  professionals — I'm  sorry,  I  forgot 
my  train  of  thought  here. 

Senator  Specter.  Take  your  time. 

Ms.  Hughes.  I  think  more  knowledgeable  consumers  would  help 
the  health  professionals  view  the  African-American  as  a — and  I 
have  lost  my  thought  here.  I  do  think  education  is  important.  I 
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think  knowledge  is  important,  I  think  being  aware  of  Hke  screening 
guidehnes  and  so  forth.  When  you  go  into  a  doctor's  office,  if  your 
doctor  does  not  recommend  those  screenings,  then  you  ask  for  those 
screenings. 

And  I  think  that  health  professionals — I  do  a  lot  of  health  edu- 
cation and  one  of  the  things  that  I  see  lacking  is  that  I  may  go  out 
into  a  community  and  do  health  education  but  the  follow-up  is  not 
there.  You  know,  you  give  a  good  message,  but  then  the  follow-up 
is  not  there.  And  I  think  we  as  health  professionals  need  to  really 
concentrate  on  that  kind  of  follow-up,  but  not  only  African- Ameri- 
cans, but  all  patients. 

Senator  Specter.  Do  you  think  it  might  be  helpful  to  give  the 
patient  a  checklist  of  questions  for  the  doctor? 

Ms.  Hughes.  I  think  that's  crucial.  You  know,  from  my  own  ex- 
perience with  the  health  field,  having  surgery  in  the  past,  it  was 
really  upsetting  to  me  knowing  that  there  was  questions  I  needed 
to  question,  but  knowing  what  those  questions  were.  And  I  think 
health  education  is  important. 

Senator  SPECTER.  Dr.  Ness,  I  would  ask  you  for  a  definition  of 
epidemiology,  so  I  know  how  to  formulate  a  question. 

Dr.  Ness.  First  thing  I  have  to  say,  it  has  nothing  to  do  with 
skin  disease.  Epidemiology  is  the  study  of  health  and  disease  in 
large  populations.  I  mean,  most  of  the  data  that  you're 

Senator  Specter.  Why  do  you  doctors  pick  such  big  words? 

Dr.  Ness.  So  that  no  one  understands  us. 

Senator  SPECTER.  That  is  the  best  reason  I  have  heard. 

Dr.  Ness.  It  only  takes  5  years  to  get  a  Ph.D.,  and  we  would  be 
happy  to  enroll  you  in  the  program. 

Senator  Specter.  Our  youngest  son  just  finished  his  Ph.D.,  in 
nutrition  and  is  doing  medical  research  in  Paris.  And  I  have  seen 
the  trials  and  tribulations  of  getting  a  Ph.D.  I  admire  you  greatly. 
When  you  talk  about  the  risk  factors  in  reproduction  and  contra- 
ception as  they  relate  to  ovarian  cancer,  what  is  involved  there? 
How  significant  are  those  risk  factors? 

Dr.  Ness.  Well,  I  mean,  certainly  the  greatest  concern  in  the  last 
several  years,  and  I  think  it's  a  great  example  of  what  I  talk  about 
when  I  talk  about  understanding  the  environment  as  its  impact  on 
biology  and  health  has  been  the  concern  about  the  role  of  infertility 
drugs  and  the  risk  of  ovarian  cancer.  Two  studies  published  within 
the  last  5  years  have  indicated  there  might  be  an  extraordinarily 
substantially  increased  risk  for  women  who  have  taken  infertility 
drugs  in  developing  ovarian  cancer  in  their  later  years.  And  that 
has  caused  a  huge  deal  of  concern  for  women  who  either  were  ex- 
posed to  those  medications  or,  in  fact,  who  are  considering  under- 
going infertility  evaluation  and  treatment. 

Our  own  work  is  exploring  whether  that  is  the  issue,  whether  it's 
the  drugs  that  are  the  issue  or  whether  it's  actually  underlying  bi- 
ology that  those  women  bring  to  both  their  infertility  and  later 
their  ovarian  cancer  that  links  those  two  things  together.  And  it's 
obviously  extraordinarily  important  that  we  kind  of  separate  those 
two  issues.  Is  it  something  that  we're  doing  to  women  as  it  were 
or  is  it  something  that  is  inherent  to  the  woman's  biology? 

Senator  Specter.  OK.  Thank  you.  Let  me  ask  for  a  show  of 
hands,  ladies  and  gentlemen,  about  how  many  of  you  think  that 
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there  should  be  some  intensive  Congressional  review  of  managed 
care  in  America  today? 

[Show  of  hands.] 

Senator  Specter.  Anybody  disagree? 

[Show  of  hands.] 

Senator  Specter.  Who's  here  representing  the  managed  care  in- 
dustry? 

[Show  of  hands.] 

Senator  Specter.  And  at  the  other  end  of  the  spectrum,  how 
many  of  you  think  that  it  was  sensible  for  Congress  to  impose  a 
restriction  of  at  least  48  hours  on  a  woman  who  gives  birth  to  a 
child  for  hospital  stay? 

[Show  of  hands.] 

Senator  Specter.  How  many  of  you  think  that  was  wise? 

[Show  of  hands.] 

Senator  Specter.  How  many  of  you  think  that  was  unwise? 

[Show  of  hands.] 

Senator  Specter.  How  many  of  you  think  we  ought  to  take  up 
the  question  of  time  in  a  hospital  for  a  mastectomy? 

[Show  of  hands.] 

Senator  Specter.  How  many  of  you  think  we  should  not? 

[Show  of  hands.] 

Senator  Specter.  How  many  of  you  think  we  will  be  getting  in 
very,  very  deep  water  if  we  start  to  pick  up  these  problems — I  had 
not  finished  my  question  yet.  We  will  give  you  the  first  question. 
How  many  of  you  think  we  will  be  getting  into  very  deep  water  if 
we  start  picking  up  these  problems  one  at  a  time? 

[Show  of  hands.] 

Unidentified  Speaker.  That's  what  you  get  paid  for. 

Senator  Specter.  That  is  probably  fair.  The  specifics  we  ought 
to  deal  with.  When  you  take  it  as  a  course  of  conduct,  it  poses  a 
lot  of  risks  for  a  congressional  micromanagement.  You  had  the  first 
question? 

Unidentified  Speaker.  I'm  speaking  this  morning  as  a  practic- 
ing physician.  And  I'd  like  to  follow  up  on  the  comment  Dr.  Detre 
made  in  answer  to  your  question  about  how  involved  Congress 
should  be. 

Senator  Specter.  Why  don't  you  come  forward  and  use  the 
microphone.  In  fact,  everybody  who  has  questions,  why  don't  you 
come  forward.  We  don't  have  a  whole  lot  of  time.  Let's  see  how 
many  questions  we  have.  And  if  you  take  a  few  seats  remaining, 
musical  chairs,  you  can  ask  the  question  into  the  microphone.  So 
step  forward  if  you'd  like  to  ask  a  question. 

Unidentified  Speaker.  Senator,  I  wanted  to  follow-up  on  your 
question  about  how  involved  the  Congress  should  be  on  an  individ- 
ual issue  by  issue  deliveries,  mastectomies  and  so  forth.  I  wonder 
if  there's  a  role  for  Congress  to  play  in  legislating  the  concept  that 
managed  care  has  brought  up  using  an  incentive  plan  where  physi- 
cians are  actually  brought  up  to  be  almost  adversaries  with  pa- 
tients. You  know,  asking  patients  to  be  educated  and  asking  the 
doctors  to  do  the  right  tests,  and  the  doctors  are  forced  to  choose 
between  making  the  referral  and  ordering  the  test  and  then  having 
salaries  withdrawn  from  reimbursement  from  insurance  companies. 


230 

So  they'd  have  to  make  a  decision  between  protecting  their  pa- 
tients' concerns  and  bringing  them  in  a  HkeHhood  into  their  prac- 
tice and  into  their  famihes.  I  think  Congress  should  legislate  this 
system  of  incentives  and  not  so  much  taking  issue  with  deliveries 
and  mastectomies  issue  by  issue,  but  the  whole  concept  of  managed 
care  making  physicians  adversaries  as  opposed  to  advocates  for 
their  patients. 

Senator  Specter.  Well,  the  question  is  trying  to  deal  with  the 
adverse  impact  from  the  incentives  as  opposed  to  picking  out  one 
at  a  time  and  that's  what  we're  taking  a  look  at,  how  we  do  that. 
The  insurance  companies  need  to  have  some  general  regulations 
and  some  oversight,  but  it's  a  question  of  how  it's  done  and  maybe 
HCFA  can  do  it  if  HCFA  can  do  anything.  That's  something  we're 
looking  at. 

What  I  would  also  like  you  to  do  is  I  would  like  you  to  write  me 
a  two-page  memorandum  for  the  subcommittee  as  to  what  you 
think  we  ought  to  be  doing  on  the  subjects  that  we  have  talked 
about  today.  To  the  extent  that  you  can,  talk  to  other  people,  your 
professional  associates,  over  the  weekend  or  in  the  next  few  days, 
write  me  a  two-page  memorandum  as  to  what  you  think  we  ought 
to  be  doing  and  perhaps  more  importantly,  what  you  think  we 
ought  not  to  be  doing  as  we  wrestle  with  these  issues  in  the  Con- 
gress. Yes;  thank  you. 

STATEMENT  OF  PATRICIA  BARNES,  RESEARCH  ASSOCIATE,  UNIVER- 
SITY OF  PITTSBURGH,  PITTSBURGH,  PA 

Ms.  Barnes.  Senator  Specter,  my  name  is  Patricia  Barnes.  I  am 
an  attorney  and  a  research  associate  at  the  University  of  Pitts- 
burgh, one  of  my  research  areas  is  domestic  violence.  On  the  issue 
of  good  health  and  prevention,  I  was  a  little  concerned  to  hear  you 
talk  about  mediation  in  the  context  of  domestic  violence,  where 
women  are  so  clearly  in  an  inferior  role  and  not  in  equal  role  for 
mediation. 

I  wanted  to  stress  the  importance  of  prevention,  education  in  the 
school  levels  and  also  the  importance  of  arrests  and  jail,  which  are 
very  infrequently  the  result  of  domestic  violence  and  should  be 
much  more  frequently. 

Senator  Specter.  Arrest  and  jail? 

Ms.  Barnes.  That's  correct.  Research  shows  that  that's  the  most 
effective  deterrent  to  domestic  violence  in  the  world.  And  mediation 
is  definitely  not  the  answer  in  this  very,  very  serious  problem  for 
our  society. 

Senator  Specter.  Well,  you  misunderstood  me  if  you  think  I  was 
advocating  mediation,  because  I'm  not.  If  San  Diego  has  some  sys- 
tem where  the  complaining  witness  does  not  come  in,  there  cannot 
be  a  judicial  determination  of  guilt.  You  cannot  do  that  without  a 
confrontation. 

Ms.  Barnes.  There  is  a  very  successful  problem  in  San  Diego  of 
prosecuting  abuse  but  establishing  a  protocol  where  they  assume 
that  it's  possible  that  the  women  will  not  come  forward,  so  they  get 
the  information  that  they  need  to  prosecute  the  case  from  the  very 
beginning,  from  the  arresting  officer,  going  to  the  scene,  taking  the 
statement,  getting  evidence.  They  have  a  very  successful  record. 
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Senator  Specter.  Are  you  talking  about  producing  competent 
evidence  without  the  complaining  witness? 

Ms.  Barnes.  That's  right.  And  also  there's  a  very  good  argument 
that  ultimately  the  woman  should  be  required  to  come  forward.  I 
mean,  there's  some  controversy  about  this,  but  there  is  a  good  ar- 
gument that  this  is  necessary  to  eradicate  this  pervasive  problem. 
Ultimately  only  a  couple  of  women  will  ever  be  in  a  position  where 
they  may  face  arrests  for  contempt,  for  failing  to  testify  or  refusing 
to  testify;  however,  it  creates  a  climate  where  there's  a  known  soci- 
ety serious  about  domestic  violence  and  will  prosecute.  It  is  a 
crime.  It's  not  a  private  matter  for  a  family. 

Senator  Specter.  Well,  to  prosecute  a  case  of  domestic  violence 
without  the  complaining  witness  seems  to  me  to  be  extraordinarily, 
extraordinarily  difficult.  It  might  be  possible  if  you  have  witnesses 
who  saw  two  people  in  a  room  and  the  woman  walked  out  and  was 
badly  injured,  but  the  absence  of  a  complaining  witness  will  be 
hard. 

I  will  take  a  look  at  the  San  Diego  model. 

Ms.  Barnes.  It's  hard. 

Senator  Specter.  And  I  quite  agree  with  you  about  the  use  of 
jail  time.  I'm  a  major  exponent  of  that  and  did  so  for  many  years 
as  district  attorney  of  Philadelphia.  And  when  I  talk  about  the  pos- 
sibility of  mediation,  I'm  not  advocating  that  at  all.  I'm  saying  that 
may  be  a  mechanism  if  you  don't  have  a  witness.  Lots  of  times  we 
have  plea  bargains  where  you  couldn't  get  the  witness  to  testify.  A 
rape  case,  a  woman  in  South  Carolina,  you  couldn't  bring  in  a  wit- 
ness to  take  a  guilty  plea  in  the  absence  of  a  witness  for  probation, 
which  I  found  unsatisfactory,  that  at  least  the  hammer  was  over 
the  person.  If  the  person  did  something  in  the  future,  there  would 
be  a  probation  violation  if  you  could  get  the  guilty  plea,  all  the 
threat  of  finding  a  way  to  bring  the  witness. 

But  I  would  be  interested  in  taking  a  look  at  the  San  Diego  sys- 
tem. Yes. 

Unidentified  Speaker.  I  would  just  like  to  thank  you  for  coming 
here  today.  I  have  another  insurance-related  comment.  Debbie 
Linhart  had  talked  about  women  needing  to  be  educated  to  make 
choices  about  plans,  about  what  doctors  on  the  plan  and  what  hos- 
pitals are  available  on  the  plan,  but  in  relation  to  what  we  were 
just  voting  on,  as  far  as  Congress  getting  involved  in  insurance,  it's 
my  belief  that  women  shouldn't  have  to  choose  a  plan  based  on 
what  services  are  offered. 

We  have  been  talking  about  mammography  and  about  how  nec- 
essary that  is  even  for  women  under  35  in  some  cases  and  that 
that  should  be  paid  for.  And  more  recently  now  we  have  better 
treatments  for  osteoporosis,  and  many  insurance  plans  don't  cover 
the  cost  of  exoscans  for  women  to  determine  if  they  have 
osteoporosis  or  not.  And  it's  also  become  more  well  known  that 
health — weight  has  a  lot  to  do  with  health,  and  many  insurance 
plans  won't  cover  weight  maintenance  or  weight  pharmacology. 
And  it  just  seems  to  me  that  there  should  be  a  minimal  level  of 
coverage  that  all  insurance  plans  should  provide  for  women  and  for 
everybody. 

Senator  Specter.  Well,  there  is  consideration  to  establish  some 
minimum  requirements,  that  puts  the  Congress  into  the  market- 
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place.  It  affects  the  cost  factor.  And  there  is  a  Hne  of  thinking  that 
the  market  will  cover  that  so  that  somebody  will  come  forward  with 
a  more  comprehensive  program,  but  we  are  looking  at  minimum 
standards,  and  HCFA  is  considering  that.  Yes. 

Unidentified  Speaker.  Senator,  I'm  speaking  up  here  for  the 
second  time,  but  mine  is  more  of  a  rhetorical  question,  giving  the 
example  that  Ms.  Finnegan  gave  about  needing  5  days  because  of 
allergic  reaction,  why  does  it  seem  that  all  of  these  drive-by  care 
programs  are  focused  on  women?  First  it's  drive-by  births,  and 
then  it's  drive-by  mastectomies.  You  rarely  hear  of  something  that's 
a  drive-by  service  for  men. 

Senator  Specter.  Well,  let  me  tell  you  about  a  case  personally. 
I  had  one.  But  I  think  your  question,  rhetorical  as  it  may  be,  goes 
to  the  bargaining  power.  And  I  think  that  is  something  that  has 
to  be  recognized.  And  we  are  trying  to  correct  the  imbalance  of 
what  we  have  done  in  a  very  activist  way  in  the  subcommittee,  giv- 
ing directions  to  NIH,  micromanaging  just  a  little  bit  as  to  what 
we  think  they  ought  to  be  doing  on  women's  health  care,  but  you 
raise  a  very  good  issue.  Yes. 

Unidentified  Speaker.  Yes,  Mr.  Senator,  I  have  spent  almost 
two  decades  investigating  the  first  stage  of  tumor.  And  the  conclu- 
sion is  only  one,  first  the  diagnosis,  after  diagnosis  then  small  sur- 
gery and  you  don't  have  problem  to  cause  it  to  rise.  And  Ms. 
Finnegan,  Peggy,  she's  working,  taking  care  of  her  grandchild.  I'm 
sure  she's  survived.  And  according  to  my  research,  I  found  system. 
It's  prevent  human  system  for  many  diseases  like  tiunors.  And  I'm 
ready  to  give  them  to  you  for  your  more  investigation,  if  you  hke. 

Senator  Specter.  Well,  I  would  be  very  pleased  to  receive  that 
information  and  take  a  close  look  at  it.  Thank  you  very  much.  Last 
question. 

Unidentified  Speaker.  Senator  Specter,  I'm  here  as  a  member 
of  the  media  today,  but  I  also  have  a  personal  stake  in  this  discus- 
sion. I  lost  my  mother  to  ovarian  cancer  when  I  was  9,  and  that 
was  about  30  years  ago.  And  there's  still  no  real  test  to  help  diag- 
nose or,  you  know,  help  women  find  out  whether  they  might  have 
this  before  it's  very  progressive.  And  I'd  like  to  know  what  kind  of 
funding  is  being  directed  to  this  area.  And  I'd  like  to  also  ask  if 
there's  health  experts  here  who  might  correct  me  on  that  subject. 
What  are  we  doing  in  30  years?  There  hasn't  been  that  much 
progress. 

Senator  Specter.  Well,  let's  give  the  hard  question  to  the  experts 
first.  Dr.  Ness? 

Dr.  Ness.  The  answer  is,  unfortunately,  not  only  has  there  not 
been  a  lot  of  progress,  but  I'm  sad  to  say  that  the  major  decision- 
making bodies  in  health  care  over  the  last  couple  of  years  have  es- 
sentially all  advised  women  not  be  screened  for  ovarian  cancer,  be- 
cause, indeed,  there  are  no  accurate  enough  tests.  And,  in  fact,  the 
disease  is  relatively  rare.  And  given  the  fact  that  there  are  not  per- 
fect tests  and  the  disease  is  relatively  rare,  the  tests  end  up  pick- 
ing up  more  women  as  being  positive  when  they  are  not  than  being 
positive  when  they  really  do  have  ovarian  cancer. 

So  the  answer  to  your  question  is,  that,  we  truly  are  no  better 
off  now  than  we  were  30  years  ago  in  terms  of  the  clinical  applica- 
tion of  screening  programs. 
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I  will  though  say  that  there's  been  a  lot  of  really  important  re- 
search, looking  at  the  genetics  of  ovarian  cancer  within  the  last  few 
yeEirs.  And  clearly  for  at  least  a  subset  of  women,  those  will  result, 
I  think,  within  a  relatively  short  period  of  time  in  probably  some 
new  testing  modalities.  But  for  the  majority  of  women,  we're  still 
in  a  fair  bit  of  trouble  in  terms  of  that. 

Senator  Specter.  Well,  the  answer  specifically,  Dr.  Roberts,  did 
you  want  to  make  a  comment? 

Dr.  Roberts.  I  guess  I  want  to  expand  a  little  bit  on  Roberta's 
answer.  The  difficulty  that  we  have  with  ovarian  cancer  is  we  un- 
derstand very  Httle  about  the  disease.  And  until  you  have  a  basic 
understanding,  you  really  can't  come  up  with  logically  driven  tests. 
And  I  guess  to  get  back  to  the  comments  I  made  earlier,  it's  some- 
times very  difficult  to  predict  when  you're  going  to  have  answers, 
but  there's  no  question,  if  you  directly  address  the  question  and  try 
to  find  the  root  cause,  you  come  up  frequently  with  things  that  are 
tremendously  useful.  And  I  think  in  this  case,  ovarian  cancer 
screening  is  a  tremendously  demanding  test  to  achieve  but  will  not 
be  achieved  unless  we  understand  the  disease  far  more  than  we  do 
now. 

Senator  Specter.  The  specific  answer  on  the  question  is  that 
ovarian  cancer  research  is  now  at  $41.3  million  for  fiscal  year  1997. 
Since  the  point  that  Senator  Harkin  and  I  took  over  the  sub- 
committee in  1989  almost  8  years  ago,  there  has  been  an  increase 
of  some  404  percent  during  that  period  of  time.  And  beyond  that 
specific  allocation  for  ovarian  cancer,  there  is  a  very,  very  large  in- 
crease for  cancer  research  generally.  It's  just  been  very,  very,  very 
substantial. 

Well,  thank  you  very  much.  Dr.  Reis,  Dr.  Ness,  Ms.  Hughes,  and 
Ms.  Finnegan.  That  concludes  our  session.  I  would  encourage  you 
to  write  to  me  about  what  you  think  we  ought  to  be  doing  and 
what  we  ought  not  to  be  doing. 

I  have  been  in  the  field  for  a  long  time  on  the  subcommittee,  and 
I  have  alluded  a  couple  of  times  to  my  own  personal  experience.  I 
don't  want  to  assume  that  people  know  what  that  is,  but  3  years 
ago  I  had  some  light  symptoms  of  a  tight  collar  and  light  pains 
running  down  the  side  of  my  head  and  went  through  lots  and  lots 
of  tests  and  there  were  no  answers.  And  I  heard  about  the  MRI, 
asked  for  one,  and  the  doctor  said  I  didn't  need  one.  I  said,  I'd  like 
to  have  one,  and  he  said,  well,  you  really  don't  need  one.  And  I 
said,  well,  I'd  really  like  to  have  one.  He  said  you  really  don't  need 
one.  I  won't  tell  you  the  rest  of  the  conversation,  but  I  got  one.  And 
I  know  that  procedure  for  me  and  for  most  people,  and  it  showed 
a  lesion,  a  tumor  on  the  outer  edge  of  my  brain  about  as  big  as 
a  golf  ball.  And  I  had  an  operation  1993,  and  as  happens  in  about 
15  percent  of  the  cases,  at  the  edges,  some  of  the  cells  came  back. 
An  MRI  test  earlier  this  year  showed  a  small  regrowth  about  the 
size  of  a  quarter.  And  I  undertook  to  see  what  was  available  in  the 
field  and  found  that  there  was  a  procedure  called  the  gamma  knife 
that  had  been  developed.  It's  not  really  a  knife  at  all,  but  a  form 
of  radiation  developed  in  Stockholm  back  in  1967.  The  best  care 
was  right  here  in  Pittsburgh  at  the  University  of  Pittsburgh  Pres- 
byterian University  Hospital  with  Dr.  Dade  Lunsford  performing 
the  procedure. 
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I  talked  to  many  people  about  it  and  was  very  much  discouraged 
from  doing  it  as  opposed  to  conventional  surgery.  Without  giving 
you  all  the  ins  and  outs,  I  decided  that  it  at  least  was  a  good  start, 
I  can  always  go  back  to  conventional  surgery.  I  undertook  it  several 
weeks  ago  and  feel  fine,  I  went  in  in  the  morning  and  was  out  by 
the  afternoon. 

CONCLUSION  OF  HEARINGS 

This  will  conclude  our  session.  It  is  really  something  that  individ- 
uals, going  to  what  Ms.  Hughes  said,  have  to  undertake,  have  to 
really  find  out  what  is  going  on.  Some  of  us  are  in  a  better  position 
to  do  that  than  others.  The  knowledge  level  of  the  audience,  of 
course,  is  in  a  good  status.  What  we  have  to  do  to  is  try  to  find 
ways  to  inform  and  educate  others  so  that  the  right  questions  can 
be  asked.  And  then  after  the  right  questions  are  asked,  we  have 
to  try  to  provide  a  background  so  the  right  answers  are  given. 
They're  not  undue  incentives  for  the  profit  motive. 

And  we  are  very  pleased  to  have  the  subcommittee  hearing  here. 
We  are  out  of  session  now,  so  it  is  hard  to  get  many  Senators  to 
come  along,  but  we  thank  Magee  for  inviting  us  here.  We  thank 
you  for  your  participation,  and  we  thank  you  in  advance  for  an  on- 
going dialog.  This  is  a  big,  big  issue,  and  lots  of  resources  are  in 
consideration.  We  have  to  find  ways  to  make  them  work.  So  I  hope 
you  will  follow-up  with  that  memorandum  and  that  concludes  our 
hearing. 

Thank  you  all  very  much. 

[Whereupon  at  10:30  a.m.,  Friday,  November  15,  the  hearings 
were  concluded,  and  the  subcommittee  was  recessed,  to  reconvene 
subject  to  the  call  of  the  Chair.] 
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